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Section I
Professional Dossier
PsychD in Clinical Psychology: Conversion Programme
NAME: Catherine Anne Evers.
DATE OF REGISTRATION: 01. 04. 1994 
REGISTRATION NUMBER: 3316041
Clinical Dossier 
Part 1
Post-Qualification Continuing Professional Development, Curriculum Vitae, Job 
Description, Personal Specification, Employment Profile.
The following training events and courses have been completed as part of my 
continuing professional development:
1991
Introductory Course in Family and Marital Therapy - The Institute of Family 
Therapy. 1st year.
This course followed two workshops: Circular Questioning on 1 and 2 February; 
Systemic Work with Individuals on the 7 February.
The course and the workshops gave a firm foundation for the use of Family Therapy 
techniques with people with learning disabilities.
Discrimination Issues. 15 February. Held at the Regional Education Centre, 
Springfield Hospital, Tooting.
This study day raised interesting issues regarding discrimination. Psychologists have 
perhaps not confronted the issues of discrimination as comprehensively as they might. 
This thought-provoking day provided an opportunity to think about this important 
issue.
From Core Competencies to Level 3 Skills. How special are we?
1 March. South West Thames Division of Clinical Psychology Study Day.
Topics considered were as follows:
• Training in core competencies
• Training in counselling and communication skills
• Level 3 skills in practice
• Workshops and discussion groups
This study day looked at the core competencies necessary when working at Levels 1, 
2, and 3 in Clinical Psychology. This was a particularly interesting and useful day for 
a newly qualified Clinical Psychologist.
Post-Traumatic Stress. 11 March. An intensive workshop at Middlesex Hospital on 
the management of Post-traumatic stress reactions including combat stress.
9
The Gulf War meant the possibility that a number of members of the army would 
suffer from Post-traumatic Stress Disorder. Many departments throughout the country 
had a Clinical Psychologist designated for Post-traumatic Stress Disorder. I was given 
the role of co-ordinator for information in the event that psychologists became 
necessary to counsel people returning from the Gulf. This interest has continued 
throughout my professional development.
Why Won’t Mary Listen? 16 March. Course held at the Centre Academy.
This course concerned Attention Deficit Hyperactivity Disorder and its effects upon 
children.
Assessment of Offending Behaviour in Mildly Mentally Handicapped People.
5 April. Forensic Psychiatry, St George’s Hospital.
Case Management Issues. 12 April. Held at Canterbury University.
Observable Behaviour in Children with Underlying Neuropsychological 
Dysfunctioning. 9 May.
Children’s National Special Interest Group, St Bartholomew Hospital.
Working with People with Physical Disabilities. 26 June.
As with the study day on discrimination, this day was thought-provoking. The 
facilitator was a woman with physical disability. Her difficulties were brought home 
to the group at the very beginning of the day when she was unable to get to the lecture 
theatre because a lift had not been installed in the Regional Education Centre. The 
workshop helped the group to recognize the assumptions which are made about 
people with physical disabilities.
10
An Introduction to Group Work. 26 July.
Post-Qualification Group Training Day.
Formulations. 13 September 1991.
This Workshop gave newly qualified people an opportunity to create possible 
formulations from a number of different therapeutic standpoints.
The Children’s Act 1989. Children, Psychology and the Law. 9 October.
This conference allowed participants to take a detailed look at the Children’s Act 
1991.
Cognitive Behaviour Therapy. 25 November.
This workshop on cognitive behaviour therapy provided an opportunity to acquire and 
practice this particular therapeutic technique.
1992
Eating Problems in Young Children. 27 March.
An In-Depth Look at Therapy Following Bereavement in Children. 30 March, 
University of Liverpool.
I continued to develop my interest in bereavement and its effects on children and 
people with learning disabilities, following the completion of my M.Sc. dissertation 
on The Concepts of Death in People with Learning Disabilities (1990). Speakers gave 
an in-depth view of the process of therapy and the techniques available to assist in this 
process.
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Child Sexual Abuse. 22 September.
This workshop explored issues of working with adults who have experienced sexual 
abuse as children. This workshop covered the prevalence of sexual abuse, the 
presenting symptoms, including traumatic and pathogenic features. Family dynamics, 
secondary abuse, and the legal responsibilities of the psychologists were also 
considered.
Forum on Mental Retardation and BIMH Conference. 20 November.
This workshop was dedicated to the topic of people with learning disabilities who are 
at risk of physical or sexual abuse. Speakers discussed the treatment of people with 
learning disabilities who have been abused.
Working with Vulnerable Adults. 7 December.
This workshop was facilitated by a representative from RESPOND. This presented 
the Community Team for People with Learning Disabilities with an opportunity to 
explore the issues around abuse and the factors causing our clients to be vulnerable to 
such abuse.
1993
Research in Clinical Practice: Models of Clinical Research. 25 January.
This interesting and stimulating workshop was designed to alleviate the fears clinical 
psychologists have when conducting research. The speaker encouraged the group to 
think in terms of evaluating our work and creating our own outcomes.
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Introduction to Word for Windows. 24 March.
As Xxxxxx’s Hospital updated it’s computer software it was necessary to gain new 
skills in Word for Windows.
Sexual Abuse. 6 May. (People with learning disabilities)
This workshop explored the issue of whether a clinician can investigate possible abuse 
as well as provide therapeutic input. It was generally felt that one clinician was not 
able to perform both roles. Much time was spent on looking at the healing process.
Developing Witness Skills. 7 May.
This workshop gave useful ideas and information intended to demystify the 
experience of giving evidence in Court. The workshop also introduced me to risk- 
taking policy procedures. I was able to develop, with my colleagues, a policy for my 
own workplace. The Risk-Assessment Policy and Procedure is now established, and I 
am currently running workshops on how to complete the risk-assessment procedure.
Developing our Internal Supervisor. 5 June.
This workshop aimed to enable participants to recognize the validity of their own 
experiences when working with clients and subsequently to be able to use these 
feelings, sensations, and images in a more constructive way in day-to-day work.
HIV and AIDS. 10 June.
This workshop was organized as part of the continued professional development of 
the Community Team for People with Learning Disabilities. The Team was brought 
up to date with the facts about HIV and AIDS. The developing prejudices against 
people who are infected were explored.
13
Competencies in the Development of Therapeutic Skills. 9 June. What can we 
expect after three years training ?
The Regional Education Centre provided qualified Clinical Psychologists, who were 
eligible to provide trainees with supervision, with a number of training events. These 
workshops examined the skills supervisors may expect trainees to have and those 
which they would probably not have.
SPSS.PC Workshop. 27 September.
Introduction to computers and data sets. This workshop attempted to demystify 
computers and introduce participants to the Statistical Package for Social Scientists 
(SPSS).
The Parent /Child Game. 27 October.
This workshop was organized by the Child Special Interest Group. A pioneer in the 
development of this technique spent a day discussing the technique with a group of 
Clinical Psychologists who work with children. This led to my colleague and I setting 
up workshops of our own in order to pass on the skills of the Parent/Child Game to 
parents within our area. This was an extremely useful model which brought together a 
number of ideas which were already within clinical psychology. The technique and its 
presentation were clearly understood by the parents and proved very successful.
Post-Traumatic Stress Disorder. Inter-Clinic Conference. 15 November.
1994
Consent and Treatment. 14 March.
Special Interest Group for Children. This workshop raised the issue of consent and 
how far children can give their consent to treatment.
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Neurological Training Day. 8 July.
Special Interest Group for Children.
A Workshop on Qualitative Methodology. 11 July.
This workshop was given as part of the PsychD Conversion Programme. The 
workshop introduced characteristics of qualitative research to the participants and also 
described some qualitative research methods and how these might be evaluated.
Working with Adults with Autism or Asperger’s Syndrome.
19 October 1994.
A study day for psychologists working with more able adults (or older adolescents) 
with autism. This workshop was organized by the Clinical Psychology Continuing 
Professional Development Committee. Participants had valuable time to think about 
the similarities and differences between people with autism and those with Asperger’s 
syndrome. Forensic issues and community work were also considered.
Positive Strategies for Severe and Challenging Behaviour. 27 and 28 October.
This two-day workshop was given by Gary LaVigna and Thomas Willis from the 
Institute of Applied Behaviour Analysis. Having read the literature produced by Gary 
LaVigna, I found it stimulating to actually hear him talk. The lecture was peppered 
with a number of fascinating examples of how non-aversive behaviour management 
techniques can be used to tackle the most challenging behaviour.
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Post-Traumatic Stress Disorder. 2 November.
This Post-traumatic Stress Disorder workshop focused on work with children and 
looked at the additional problems that children face when they witness traumatic 
events.
Supervised Discharge Order and Supervision Registers. 2 December.
Forensic Psychiatry Section, St George’s Hospital Medical School. Although 
legislation on supervision registers and the Care Programme Approach were 
introduced in 1991, this discussion was extremely useful.
Marketing. Customer and Consumers. 30 November.
This workshop was part of the PsychD Conversion Programme. The workshop 
provided an introduction to some of the issues surrounding marketing. This important 
area is one in which psychologists will take an increasing part within the purchase/ 
provider ethos of current services.
1995
Post-traumatic Stress Disorder. 17 January.
The speaker concentrated on the effects of traumatic events on adults. This course was 
part of the PsychD Conversion Programme.
Boundaries in Professional Work. 3 February.
Continuing Professional Development Committee. A most stimulating and thought- 
provoking day. I realized how blurred the boundaries can be, especially when working 
with people with learning disabilities in a therapeutic and social setting.
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Lifting and Handling. 28 February.
This was a compulsory training day.
Consent to Treatment. 17 March.
I arranged for a speaker to spend a day working with Home managers and therapists 
who were interested in the issue of consent to treatment and people with learning 
disabilities living in a residential setting.
Capacity to Make Legal Decision. 21 June.
This workshop continued my interest in consent which developed from the Risk- 
Assessment Policy and Procedure work within my workplace. It also forms the basis 
of a clinical audit completed as part of the PsychD Conversion Programme.
Expert Testimony. 25 August.
The Continuing Professional Development Committee organized an opportunity to 
view a video on how to handle yourself in Court when giving expert evidence.
Post-traumatic Stress Disorder. 13 November.
Clinical Psychology Continuing Professional Development Committee. This 
workshop enabled me to update myself on Post-traumatic Stress Disorder (assessment 
and intervention).
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1996
Legal Aspects of Managing Care of People with Learning Disabilities. September. 
The Need to Know (Adult Sex Abuse Conference). September.
1997
Developing Effective Management Skills (King’s Fund). April.
Clinical Dossier 
Part 2
Developing and Introducing a Risk-Assessment Policy and Procedure within an 
NHS Trust. The Clinical Psychologist’s Contribution.
I would like to produce a Clinical Practice Dossier describing the issue of risk and the 
development of a risk-assessment procedure. This will include a description of the 
procedure and a case study demonstrating the practical use of risk assessment. The 
issue of risk assessment is becoming increasingly relevant in the work practice of all 
professionals in the NHS. The Clinical Dossier provides an opportunity to examine 
the process of implementation of risk assessment and the psychological issues raised 
as well as to provide a review of the different types of risk-assessment procedures 
which have been developed in recent years.
I will need considerable support from my academic tutor in order to achieve a clarity 
of structure within the documentation which charts a process which spanned six years.
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Academic Dossier
Part 1
The Effects of Hospital Closure upon Staff. A Review of the Empirical 
Literature.
I intend to explore the various effects of hospital closure (or threat of 
closure/redeployment) which have been noted by researchers. The changes in service 
delivery in the area of people with learning disabilities has led to the development of 
stress-related effects upon staff. The review of the literature will allow me to consider 
possible ways I, as a psychologist working in the area, might provide support to staff 
members who experience these effects.
Academic Dossier
Part 2
Bereavement and People with Learning Disabilities. Consideration of the 
Processes Involved and Support Available.
This critical review considers the current understanding of the effects of bereavement 
upon people with learning disabilities through a review of current literature. The 
review provides me with an opportunity to extend my knowledge of this area 
following research I completed as part of my M.Sc. in Clinical Psychology. I would 
hope to be able to use the information from the review to inform my clinical 
practice.
I expect to need support and guidance regarding the structure and content of the 
critical reviews from my academic tutor. I will also draw upon the services of Surrey 
University Library facilities in order to complete the literature reviews.
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Research Dossier
Part 1
M.Sc. Dissertation: A Study of the Concept of Death in People with a Learning 
Difficulty (1990).
Part 2
A Study to Investigate the Accuracy of Five Different Question Formats with People 
with Learning Disabilities.
Research Supervisor: Dr.W. M. L. Finlay, School of Psychology, University of Surrey.
Arthur (2003, 1999) has suggested that the emotional lives and difficulties of people 
with learning disabilities are much neglected areas of interest in clinical psychology. 
If this is so, it maybe because of the difficulty of reliably assessing people with 
learning disabilities’ perceptions of emotional state both within themselves and in 
other people.
This research proposes to investigate what type of question formats might be used in 
clinical interviews to reliably assess perceptions of emotional states in those with 
learning disabilities. Clinical psychologists in assessment and therapeutic settings 
could then use the most reliable question formats.
Before the research can proceed approval is to be sought from the Local Research 
Ethics Committee. This requires the completion and submission of an Ethics 
Application form.
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The participants will be 30 people with learning disabilities who attend one of two 
Day Centres within a small geographical area in the south east of England. 
Participants will be assessed using the verbal sub-tests of the WAIS-IE (Wechsler, 
1997) intellectual assessment. The results will be used to ensure that the participants 
meet the criteria of mild and moderate learning disabilities^ that is, IQ range of 40-69 
(American Psychiatric Association, 1994, Diagnostic and Statistical Manual of 
Mental Disorders (DSM-IV).
The question formats will be derived from a pilot survey questionnaire with clinical 
psychologists. Four clinical psychologists (with between five and 13 years 
experience) will be asked about the format of questions they use in assessment and 
therapy to assess people with learning disabilities emotional state. A literature search 
has been be carried out and five question formats commonly used in therapy and 
research selected. The verbal question formats are: open-ended questions, e.g., how 
did she feel?; verbal multiple-choice (VMC) questions e.g., did she feel sad?; and 
eithcr-or questions e.g., did she feel either happy or sad? Two of the question formats 
consist of line drawings and photographs. The line drawings are from Writing with 
Symbols (2000) and the photographs from the pack ColorCard - Emotions (1996).
This study will use a repeated measures experimental design. Five video clips of 
different emotions (happy, sad, worried, frightened and angiy) will be presented to 
participants and they will be asked to identify the emotions using five different 
question types.
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Portfolio Outline
Professional Dossier.
An outline of the aims and objectives of the Clinical, Academic, and Research 
dossiers.
Clinical Dossier.
Part 1
Continuing Professional Development: An account of workshops and seminars 
attended since qualification as a Clinical Psychologist.
Current Job Description, Employment Profile, Personal Specification, and Curriculum 
Vitae.
Part 2
Developing and Introducing a Risk-Assessment Policy and Procedure (RAPP) within 
an NHS Trust. The Clinical Psychologist’s Contribution.
Academic Dossier.
Part 1
The Effects of Hospital Closure upon Staff. A Review of the Empirical Literature.
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Part 2
Bereavement and People with Learning Disabilities. Consideration of the Processes 
Involved and Support Available.
Research Dossier,
Part 1
M.Sc. Dissertation. A Study of the Concept of Death in People with a Learning 
Difficulty (1990).
Part 2
A Study to Investigate the Accuracy of Five Different Question Formats with People 
with Learning Disabilities.
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PARTICIPANTS SIGNATURE: ^TlXXCl^Q
Catherine Evers
HEAD OF CLINICAL DEPARTMENT SIGNATURE:
Vicky Hobbs
COURSE DIRECTOR SIGNATURE:
Dr. G. Powell
DATE: 23rd June 1994.
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)
Catherine Anne Evers
XX, Xxxxxxx Xxxxxx, Xxxxxxxx, Xxxxxxxxxxxxx, XXO 0 XX  
00000-000000 (H)
KEY SKILLS
□  s p e c i a l i s t  K n o w l e d g e  i n  a u t i s m , b e r e a v e m e n t ,
PERSONAL RELATIONSHIPS, AND SEXUALITY ISSUES.
□  C l e a r  a n d  s t r o n g  c o m m u n i c a t o r
□  TEAM BUILDER
CAREER AND ACHIEVEMENTS
Head of Specialty (Grade B) April 1997 - present
The XXXXXXX Community NHS Trust, XXXXXXXXX
□ Formulated the Business Plan and Service Level Agreement for the Specialty of 
Psychological Services for People with Learning Disabilities (1996/7). This is 
further developed and strengthened by consultative role played in business team 
assessing provision of services for people with learning disabilities.
□ Responsible for the development and management of Psychological Services for
People with Learning Disabilities and service provision to individuals and their
families, including establishing service links with other agencies (Social Services, 
schools, residential homes, and private sector).
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□ Implemented performance measure auditing system within the Department of 
Clinical Psychology.
□ Chaired group which formulated policy for managing disturbed behaviour and the 
use of restraint, and for a group developing a common definition of learning 
disabilities. In addition to these roles, provided further consultation to committees 
developing policy for personal relationships and sexuality, and consulted across 
agency to assess client need and cost allocation.
□ Responsible for management of learning disability service marketing to GPs
/fundholders, which involved setting up a number of information awareness open 
days, one-to-one visits, and provision of a service information flyer. This has
resulted in a marked increase in referrals from GPs.
□ Principal facilitator in the provision of away-day seminars to improve awareness
amongst staff/community nurses/key workers in psychological matters in the field 
of learning disabilities. Topics covered: Autism; team building; sexuality;
personal relationships.
□ Full-time supervision of an assistant clinical psychologist and to trainees within 
the Psychology Service during 1996/7.
□ Maintained a clinical case load of 35 with approximately eight client contacts per
week.
□ Provided clinical consultancy to other agencies for review of cases.
28
Clinical Psychologist 1990-April 1996
XXXXXXXXXX
XXXXXXXXX
□ Key member of a team responsible for conceiving and evaluating idea of a home 
for people with autism within our workplace, formulating subsequent business 
case then assisting with initial establishment of service. The house now provides 
for the needs of three men with autism.
□ Principal in formulating a risk-assessment policy and procedure which was 
endorsed by the CEO and subsequently used throughout XXXXXXXXXX. This 
included the design of a training package for home managers which enabled them 
to competently carry out risk-assessment procedures. The package contained 
advice on consent and methods of assessment.
□ Initiated a service for bereavement which included individual therapy, training for 
management and staff, collation of information, and dissemination of findings to 
the Board of Directors every six months.
□ Proposed an idea for funding a research project on leisure time for people with 
learning disabilities, whereupon funding was awarded and an assistant clinical 
psychologist was employed and supervised for six months. The findings showed 
that people with learning disabilities wanted a leisure club. The Sunday Club was 
bom and is attended by more than 30 people once every month. A further outcome 
was the provision of one leisure activity per month for people with severe learning 
disabilities.
□ Committee member who devised ANSWERS (Achieving Nursing Standards 
Within Every Residential Setting), a quality standard measurement for residential 
settings.
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□ Member of a committee which designed and formulated Individual Planning 
Process (IPP) policy and package to improve the quality of care within the 
hospital (600 residents). I when on to take the lead management role in the 
implementation of the policy and system of planning care and review.
□ Lead auditor in team which completed clinical audit on IPP system, resulting in 
report to Chief Executive Office which outlined strengths and weaknesses of 
system.
□ Team member who offered training to management and staff on issues of 
sexuality in people with learning disabilities. The training was also extended inter­
agency and to voluntary services.
□ Part of a team developing PETA (Pre-Employment Training Agency) scheme 
which was a community-based training workshop for people with learning 
disabilities seeking work in the community, resulting in people finding and 
maintaining jobs. Continued support was provided as an on-going activity to the 
programme.
□ Supervised an assistant clinical psychologist with a project which investigated 
what factors are important in motivating people with learning disabilities. 
Additional supervision was provided to a number of trainee clinical psychologists.
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Trainee Clinical Psychologist
SE Thames Region
Undertook a six-month research project on the understanding of death for 
people with learning disabilities.
Assistant Clinical Psychologist
xxxx, xxxxx, xxxxx.
PROFESSIONAL QUALIFICATIONS 
Doctorate conversion programme, University of Surrey 
M.Sc. Clinical Psychology, University of Surrey 
M.A. Organizational Behaviour, University of Lancaster 
B.A. Psychology, University of Sheffield
1988 -1990
1987-1988
In Progress 
1988 - 1990 
1984 -1985 
1981 - 1984
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PROFESSIONAL MEMBERSHIPS - LECTURING
□ Chartered Clinical Psychologist and current practising certificate
□ BPS and Division of Clinical Psychologist
□ Lecturer - Roehampton Institute - Drama Therapy
□ Honorary Tutor - University of Birmingham
SELECTION OF TRAINING
□ Certificate in practice and theoretical training in HCSW assessment
□ Discrimination issues
□ Working with People with Physical Disabilities
□ An Introduction to Group Work
□ Formulations
□ The Children’s Act 1989, Psychology and the Law
□ Cognitive Behaviour Therapy
□ The Institute of Family Therapy- Family and Marital Therapy
□ Eating Problems in Young Children
□ An In-Depth Look at Therapy Following Bereavement in Children
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Current 
Current 
1995 - 1996 
Current
1991 
Feb 1991 
June 1991 
July 1991 
Sept 1991 
Oct 1991 
Nov 1991 
1991 - 1992 
Mar 1992 
Mar 1992
□ Child Sexual Abuse Sept 1992
□ Working with Vulnerable Adults Dec 1992
□ Research in Clinical Practice. Models of Clinical Research Jan 1993
□ Sexual Abuse (People with Learning Disabilities) May 1993
□ Positive Strategies for Challenging Behaviour Oct 1994
□ Consent and Treatment Mar 1995
□ Capacity to Make Legal Decisions June 1995
□ Post-traumatic Stress Disorder Nov 1995
□ Legal Aspects of Managing Care of People with Learning Disabilities Sept 1996
□ The Need to Know (Adult Sex Abuse-Conference) Sept 1996
□ Developing Effective Management Skills (King’s Fund) April 1997
PUBLICATIONS
Kitching, N., Low, L. & Evers, C. (1990). Use of language - Entitled to respect.
Nursing the Elderly, 9, 10.
PERSONAL
Date of Birth: XX.XX.XX 
Status: Single
Driving License: Full UK
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Psychological Services for 
People With Learning Disabilities.
Head of Specialty
Developing Learning Disabilities Services in XXXXXXX/XXXXXXX 
area
Introduction
Psychological services are provided to a population of 172,006 within the 
XXXXXXX and XXXXXXX district. The estimated population of people with 
learning disabilities is 2,081 (Service Planning Index, Worcestershire County Council, 
1996). This figure includes children and adults. The population of adults represents 
community clients and ex long-stay residents now based in community housing. This 
latter group includes a significant group of older clients who are posing new 
challenges to psychological services.
Management
The Psychological Services for People with Learning Disabilities provide 
management and supervision to assistant psychologists and clinical psychologists in 
training. Other disciplines within the learning disability services also receive 
supervision on an ad hoc basis as well as during specific projects such as group work 
or training programmes.
The Head of Specialty has taken a lead role in the development of two Trust-wide 
policy projects.
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Referrals
The Psychological Services for People with Learning Disabilities have traditionally 
provided services for all age groups. However, previous psychologists have placed a 
greater emphasis upon clinical services to children. Clinical psychology contacts with 
under-18-year-olds were 83 in 1994/5, as compared to 18 contacts with over-18-year- 
olds in the same period. Figures are not available for 1995/6 as there was no clinical 
psychologist in post. The current psychologists have increased access to services by 
accepting referrals for children and adults from any service (e.g. GPs, residential 
homes, health visitors, social workers, Community Medical Officers, school teachers).
The demands for services seem to be equally distributed across four major services. 
Current referral figures are as follows:
□ GP and health visitors - 30 %
□ Social services - 25 %
□ Day services - 27 %
□ Trust -18 %
(Based upon figures from April 1996-97).
The nature of referrals does, however, differ with more severe and long-standing 
problems referred by social workers and residential home managers. There is obvious 
scope for preventative work with these professionals.
The referrals from mainstream schools have been rationalized in order to ensure a 
more equitable access to services. Educational psychologists are informed of clients 
who have school-based problems, and the school is asked to request Educational 
psychologist input. However, cases are still accepted if problems are present at home 
and at school. GP referrals account for 30 per cent of referrals since April 1996, as 
compared to none in 1994/5 (figures unavailable for 1995/6). In line with The
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XXXXXXX Community Healthcare NHS Trust policy of developing links with GPs 
psychologists in the learning disabilities specialty have worked to establish sound 
working relationships with the GP practices. This has involved visiting all GP 
practices and presenting case studies and extensive discussions to those wishing to 
develop their understanding of learning disabilities.
Continuing Professional Development
The Head of Specialty is currently completing a Doctorate conversion programme at 
Surrey University.
King’s Fund, Management College - Developing Effective Management Skills.
Future Training Options
□ The White Hart Management Development Centre Course.
Guiding Philosophy,
The service model advocated by the Head of Specialty is that of a ‘consultant model’ 
or ‘shared care’ (Management Advisory Service, 1989). A psychology consultant-led 
service aims to influence people’s behaviour and psychological state in an attempt to 
prevent the need for primary and secondary medical care. Psychological services are 
supportive, complementary, and alternative to medical strategies. The service is an 
independent yet integrated Healthcare Psychology Service. The model incorporates a 
strong philosophy of service development and training, including sharing skills 
with other professionals and providing supervision for people using psychological 
techniques.
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The Current Services (strategy that has been developed over past year)
□ General services with specialist expertise in autism, bereavement issues, personal 
relationships, and sexuality
□ Management of the Psychological Services for People with Learning Disabilities
□ Supervision of assistant psychologists and trainee clinical psychologists
□ Development projects within service, Trust and inter-agency
□ Providing services to primary healthcare teams
□ Individual and group work with clients in day service settings
□ Individual and group work with children in special schools
□ Training to management, professionals, and families
□ Clinical audit
Future Options
Having established services outlined above, possible areas of service development 
could include the following areas and client development work:
□ Self Advocacy
□ Disability Awareness
Developing an understanding of the Philosophy of the Principles of Normalization 
(e.g. providing people with choice)
□ Developing services for people with profound learning disabilities and multiple 
disabilities
□ Establishing support groups, such as for siblings of people with learning 
disabilities
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Long-Term Strategic Options
The current establishment of 1.5 whole time equivalent does not allow for the
development of the following options; however, if service expansion were to be
considered, the following options could be included:
□ Specialist services for people with autism
This could mean developing closer links with the Child and Adolescent Psychiatry 
Department and other specialist centres of expertise within the region/nationally.
□ Specialist services to people with challenging behaviour
The Psychological Services for People with Learning Disabilities could strengthen 
working practices with agencies providing specialist services for people with 
challenging behaviour.
□ Specialist services to children with learning disabilities
The current provision to children does not match need. More psychological input 
would be needed to firmly establish a service which could include:
=> direct client work
=> development projects
=> work with primary healthcare teams
=> work in schools
=> health promotion
=> preventative work
□ Specialist services to adults with learning disabilities
Focusing on adults with learning disabilities would enable the services to develop 
greater expertise in specific areas such as: Autism; coping with bereavement; 
personal relationships; sexuality. This could enable county-wide delivery of clinical 
and consultative work, rather than the current district-wide delivery.
□ Primary Healthcare Teams
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A greater proportion of time could be allocated to provide the following services in 
primary healthcare teams:
=> staff training/supervision/nursing staff, counsellors, etc.
=> direct joint working to client group and individual groups
Summary
Given the current staffing levels within the Psychology Services for People with 
Learning Disabilities, the future direction will include the continuing commitment 
to provide the services outlined in this document. This includes: The continuing 
development of clinical services; developing services to primary healthcare teams; 
managing the learning disabilities specialty and personnel; conducting clinical 
audit and development projects; contributing to the training of future clinical 
psychologists.
The Head of Specialty will liaise with the Head of Psychology, Clinical Director, 
and Directorate manager to explore methods of expanding the psychological 
services provided to people with learning disabilities in the XXXXXXX and 
XXXXXXX area.
Catherine Evers,
Consultant Clinical Psychologist,
Head of Specialty, Learning Disabilities, 
January 1997.
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The XXXXXXXXXXXXX Community Healthcare NHS Trust
Department of Clinical Psychology
Post Description
Job Title:
Post Holder:
Accountable to:
Base:
Grade:
Post Objectives
• The development, provision, and management of clinical psychology services for 
people with learning disabilities, in accordance with the agreed aims of the Clinical 
Psychology Service, the Trust, and the Clinical Directorate for People with 
Learning Disabilities
• To liaise with managers and members of other professions in the management, 
planning, development (including the identification of service priorities), and the
Consultant Clinical Psychologist. Head of Specialty, 
Psychological Services for People with Learning Disabilities.
Head of Psychology Services and day-to-day working 
arrangement with Clinical Director and Directorate manager 
(Learning Disabilities Directorate).
XXXXXXXXX House (Administrative base for Psychological 
Services for People with Learning Disabilities).
B Grade.
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delivery of a high-quality, cost-effective, and efficient service for people with 
learning disabilities
Dimensions
• The Consultant Clinical Psychologist, as Head of Specialty, will be responsible for 
the provision of an autonomous service within the Psychological Services for 
People with Learning Disabilities
• The Consultant Clinical Psychologist will provide a service for adults and children 
with learning disabilities in the district. Services are provided across statutory and 
voluntary agencies
• The Consultant Clinical Psychologist will be a member of the Learning Disabilities 
Directorate Management Team
Knowledge, Skills, and Experience
• A specialist knowledge base concerning the application of psychological theory 
and skills to the delivery of services to people with learning disabilities
• Familiarity with current thinking and practice on a wide range of issues to do with 
this client group, in particular, issues relating to the development of community- 
based services
• Experience in working with people with learning disabilities, their carers and 
families
• Experience in working with staff (statutory and voluntary) involved with services 
for people with learning disabilities
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• Experience, in the context of services for people with learning disabilities, in the 
following areas:
□  service development
□  service planning
□  training
□  multidisciplinary team work
□  knowledge and skills of research methodology and principles
□  supervision of qualified, trainee, and assistant psychologists
• Experience in applied psychological research, in particular, research related to 
service development, clinical audit, and monitoring of standards
• Experience in the day-to-day management of service staff 
Responsibilities and Key Result Areas
• To manage the Psychological Services for People with Learning Disabilities as 
Head of Specialty
• To manage staff directly accountable to the post holder in order to ensure that the 
services they provide are the appropriate quality and compatible with service policy 
and objectives
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Service Planning and Development (about 40 per cent of total workload)
• To participate in the planning, development, and evaluation of services provided by 
the Learning Disabilities Clinical Directorate. This will include identification of 
service needs. Service development will involve providing recommendations 
regarding operational policies for services for people with learning disabilities. 
These service developments will need to comply with Trust aims and objectives
• To liaise, as appropriate, with Health, Social Services, and other agencies in order 
to ensure exchange of information. Joint development work with these agencies 
will also be required (e.g. joint policy formation)
• To collaborate with other professionals to ensure common quality standards are 
maintained using clinical audit for purposes of evaluation
Clinical Provision (about 35 per cent of total workload)
• To provide psychological assessment, evaluation, and intervention in order to 
ensure that the psychological needs of people with learning disabilities and their 
families are adequately met within the constraints of the available service 
provision.
• To collaborate with other professionals in order to facilitate multidisciplinary team 
work in the development and delivery of services for people with learning 
disabilities
• To advise on assessment methodology and intervention procedures in order to 
increase the expertise, effectiveness, and standards of other staffs’ clinical work
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Training/supervision (about 15 per cent of total workload)
• To participate in the identification of the training needs of professional staff (Trust 
and other agencies)
• To develop and evaluate training courses for individuals involved in the provision 
of services for people with learning disabilities. This is to ensure high-quality 
standards of service provision
• To identify areas of training need and to provide specialist training in these areas. It 
will be important to disseminate psychological experience and expertise to staff 
and carers working with people with learning disabilities
• To manage assistant psychologists and supervise trainee clinical psychologists in 
order to support the further development of the profession and to facilitate 
recruitment within the locality
Research (about 10 per cent of total workload)
• To conduct, advise on, and supervise clinical research projects, and to disseminate
these results through conferences, workshops and other teaching forums in order to 
advance knowledge and expertise, particularly concerning new service initiatives in 
relation to people with learning disabilities
Other Duties
• Maintain accurate case notes
• Comply with Trust requirements in relation to data collection
• Participate in departmental clinical projects
45
• Attend Psychology Departmental meetings on a regular basis
• Ensure the confidentiality of clinical records in accordance with professional 
standards
• Ensure the safe keeping of the Trust’s property
• Maintain, by attendance on appropriate courses and by private study, a high 
standard of clinical practice and expertise
• Carry out other duties as may be agreed with the Head of Psychology Services 
Communication and Working Relationships
• To advise the Head of Psychology Services on matters concerned with the 
development, planning, and delivery of Psychological Services for People with 
Learning Disabilities
• To meet with the Head of Psychology Services for personal development 
interviews (Individual Personal Review)
• To meet with staff accountable to the postholder for personal development 
interviews
• To participate in the Clinical Directorate Management Team meetings for Services 
for People with Learning Disabilities
• To develop and maintain communication links with the following groups:
Health Authority (e.g. Consultants, GPs, Regional Officers, National Development 
Team)
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Social Services (e.g. relevant team leaders, service managers)
Local Authority and Education (e.g. Head teachers)
Voluntary agencies (e.g. Mencap)
Parents/carers
University staff in relation to trainee clinical psychologists
Clinical psychologists (e.g. Regional Special Interest Groups, BPS)
This Job Description is subject to review in discussion with the postholder, and 
may be varied to meet the requirements of the service as agreed by Head of 
Psychology Services, the Clinical Director, and Directorate manager for People 
with Learning Disabilities.
January 1997.
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The XXXXXXXXXXX 
_____________________Community Healthcare NHS Trust____________________
Department of Clinical Psychology
Employment Profile, January 1997
Consultant Clinical Psychologist, Psychological Services for People with Learning
Disabilities.
Specialist knowledge base
• application of psychological theory in working with people with learning 
disabilities
• multidisciplinary team work and liaison
• assessment, evaluation, and psychological intervention
• identification and provision of training
• experience in working with carers and families
• research
• supervision
• providing consultancy on assessment, evaluation, and intervention to carers and 
families
• continuing professional development
• providing training in specialist areas
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• creating specialty operational systems and developing systems for managing a 
quality service
Service Planning and Development
• Membership of the Learning Disabilities Directorate Management Team 
identifying service needs
• Clinical audit (quality standards, outcome measures, consumer satisfaction)
• Development of policies
• Establishing relationships with primary healthcare professionals
• Resource development
• Development of the Specialty Business Plan within the Psychological Services for 
People with Learning Disabilities
• Extension of service provision via assistant psychologist post
• Full participation in the Psychology Department meetings and clinical projects
• Management of staff accountable to Head of Specialty
• Cross-agency developments
52
Areas of Expertise
• Autism and people with learning disabilities
• Bereavement and people with learning disabilities
• Personal relationships and sexuality in people with learning disabilities
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Section II
Clinical Dossier 
Part 2
Developing and Introducing a Risk-Assessment Policy 
and Procedure (RAPP) within an NHS Trust. The 
Clinical Psychologist’s Contribution.
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Section II
Clinical Dossier - Part 2
Developing and Introducing a Risk-Assessment Policy and 
Procedure (RAPP) within an NHS Trust. 
The Clinical Psychologist’s Contribution.
1. Introduction
The Principles of Normalization (O’Brien & Tyne, 1981) have encouraged 
professionals to increase the opportunities available to people with learning 
disabilities. However, increased opportunities bring increased risk of harm to the 
person or others. Professionals working with people with learning disabilities have a 
duty of care towards them. In law, a person must take reasonable care to avoid acts or 
omissions that can reasonably be seen as being likely to injure his or her neighbour 
(Foreshaw, 1995). Professionals have to consider the charge of negligence, although 
precautions can be taken only against those risks that can reasonably be anticipated 
(Foreshaw, 1995). In making decisions on behalf of (or in conjunction with) people 
with learning disabilities, professionals must strive to balance the requirement to 
provide opportunities for their growth and development with the need to protect them 
and others from risk of harm. This is an inherently risky process without firm 
interpretation in law. As with case law in the legal field, decisions need to be made on 
a case-by-case basis. It is difficult to establish exactly what the risks are, and therefore 
there is wide scope for unpredictability. The risk-assessment policy and procedure 
(RAPP) described here is an attempt to introduce a degree of objectivity and rational 
thinking into an often subjective and emotion-driven process. The aim of risk 
assessment is to make a decision with an understanding and consideration of the 
aspects involved in the proposed risk.
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However, the concepts mentioned above have led to the important question of exactly 
what professionals are responsible for in this person’s life which is, by nature, an 
unpredictable process. This question is at the heart of the philosophy of health care 
provision. Professionals need to strive to seek a balance between two opposing 
options. These are, a) to minimize the risk to ensure that the person comes to no harm 
or b) to minimize harm through taking calculated risk in order to enable the person to 
develop and grow. The second option is more akin to the Principles of Normalization 
(O’Brien & Tyne, 1981) and the World Health Organization declaration which stated 
that health is ‘a state of complete physical, mental and social well-being and not 
merely the absence of disease or infirmity’ (Constitution of the World Health 
Organization, 1961). Professionals in the past have tended to err on the side of caution 
and have chosen option a) in order to minimize risk by not encouraging people with 
learning disabilities to develop new skills and experiences. The RAPP can be seen as 
a process of negotiating the boundaries between staff and the people they work with.
In order to enable professionals to feel more confident about taking option b), the 
following elements need to coexist: An explicit decision-making system; shared 
responsibility; a supportive process which is endorsed at all levels of management. In 
my view, psychologists in the field of learning disabilities have an important role in 
encouraging professionals and parents to let go to enable development and growth. 
Psychologists also need to provide them with the means to minimize the inevitable 
risks involved.
The term risk assessment refers to the evaluation of possible benefits and harms that 
arise from taking a decision. The essence of risk assessment involves a process of 
identifying the possible consequences of taking a risk, then carefully weighing up the 
beneficial or harmful outcomes. It is a formal procedure for assessing risk and is a 
way of quantifying the risk.
There are four aims within this Clinical Dossier. Firstly, I describe my experiences in 
the development of a risk-assessment policy and procedure to aid decision-making 
processes with people with learning disabilities and how this was implemented in an
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NHS Trust. Secondly, a case study of the risk-assessment procedure (RAP) provides 
an example of the process in practice. Thirdly, I discuss the lessons learned from my 
experiences of risk-assessment implementation. Finally, now that I am working in a 
new Trust, I briefly review the wider range of risk-assessment methods available. I am 
planning to use the review of materials available and my previous experiences to 
introduce the RAPP to a community-based service for people with learning 
disabilities.
2. Development of Risk Assessment
2.1 The Context of the Development of Risk Assessment
The importance of risk assessment had been recognized by psychologists within my 
department during their clinical work and used to inform practice in complex cases of 
high risk, for example, reintroducing some freedom of movement within the hospital 
grounds for a person with a history of absconding. However, the Trust did not have a 
risk-assessment policy document nor an accepted method of risk assessment. 
Decisions about acceptable risk were made informally by the Home manager and 
ultimately by the responsible medical officer. There was no recognized system which 
recorded how decisions were arrived at or who was involved in the process.
The lack of policy had not been identified as a problem within the organization. The 
traditional care model within long-stay hospitals had led to risk minimization to 
ensure that the person came to no harm. Philosophical statements in line with the 
Principles of Normalization (O’Brien & Tyne, 1981), (e.g. people with learning 
disabilities should experience choice, be a part of the community, live in the 
community, etc.) appeared on Trust documentation. However, what it meant in terms 
of practice had not been addressed.
I became aware of the need for a risk-assessment policy and procedure over a period 
of time following my clinical training. I had been working with a colleague on the 
issue of the ability to give consent to a sexual relationship. We were working with
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clients in the hospital and community setting who were demonstrating a wish to 
engage in close, personal relationships. The law states that it is an offence for a man to 
have unlawful sexual intercourse with a woman who is ‘defective’ (Gunn, 1996, p.27) 
i.e. has a ‘severe mental impairment’. This created a significant problem. We needed 
to allow people to express themselves freely but also safeguard them from possible 
exploitative situations. We also felt that we needed to provide the professionals 
working with the clients with a system which supported the decision they made. We 
followed the British Psychological Society (Alves, Williams, Stephen & Prosser, 
1991) guidelines on establishing the ability to give consent (i.e. people are classified 
as having a severe impairment of cognitive and social functioning if they have an 
Intelligence Quotient (IQ) o f 54 and below and require continued assistance in 
providing for their own eating and drinking needs and to keep themselves clean, 
warm, and clothed). The results of these assessments were then considered at a 
multidisciplinary meeting, and a collective decision was made about an individual’s 
ability to be able to consent to a sexual relationship.
Whilst these British Psychological Society (BPS) guidelines were being used within 
the Psychology Department, I attended a conference entitled People with Learning 
Disabilities at Risk of Physical or Sexual Abuse. (Carson, 1992). I spoke to the 
speaker, David Carson, senior lecturer in law at the University of Southampton. 
During conversation with David Carson, it became clear that the professionals 
themselves had to develop methods to demonstrate that they had assessed people’s 
ability to give consent. He also introduced the notion of risk assessment as a 
structured approach to dealing with the issue of taking risky decisions, i.e. to support 
and develop a person’s expression of sexuality. I discussed these issues with my 
colleagues, and we decided to send a representative to David Carson’s Risk-Taking 
workshop (1993).
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3. The Process of Implementation
3.1 Acquiring Support from Psychologists
My colleague’s feedback from the Risk-Taking workshop highlighted that our own 
organization needed a more structured approach to risk assessment. The procedure 
suggested by Carson (1993) had been developed from a legal perspective. It 
incorporated the need to record decisions made by a multidisciplinary team which 
were to be monitored and reviewed on a systematic basis. This procedure was 
presented to the Psychology Department, and we discussed the necessity of 
introducing such a procedure within the Psychology Department. We agreed that this 
procedure could help to clarify professionals’ decision making and enable 
development and growth based upon rational processes. Although we were aware of 
the issue of risk and had read literature on the subject, e.g. Sperlinger (1990), we were 
not aware of a more comprehensive process. Carson (1993) emphasized the need for 
support from management, and the Head of the Psychology Department suggested that 
the procedure was necessary throughout the Trust. As I had a particular interest in the 
subject, I agreed to begin the process of implementing Carson’s procedure into the 
Trust as a whole.
3.2 Acquiring Management Support
Once the notion of risk assessment had been discussed and accepted within the 
Psychology Department, careful consideration was necessary to ensure the most likely 
method to gain support from the Trust Board. I discussed possible ways to gain 
support for risk assessment with the Head of Department. Having recognized a need 
within the Trust, I needed to look for support from other professionals to successfully 
introduce the initiative. I had established a good relationship with the Direct Service 
Group manager for the Challenging Behaviour Unit when my manager had offered 
Psychology support in the development of a Quality Nursing Standards Package four 
years previously. The standards had been successfully implemented, and a mutual 
trust was developed with the Group manager. My manager suggested that I could
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build upon that relationship to gain support for the development of a risk-assessment 
policy. Though this work had not had an obvious psychological angle, the 
involvement had improved the likelihood of a more obvious psychological need, that 
of risk assessment, being supported by the Group manager who was a member of the 
Executive Board. He readily accepted the idea of risk assessment, particularly relevant 
in the Challenging Behaviour Unit, and agreed to place it on the agenda at the Board 
meeting. The Executive Board also welcomed the initiative and gave the Direct 
Service Group manager responsibility for developing the proposal further. The risk- 
assessment working group was given a remit to develop a risk-assessment policy for 
use throughout the Trust. The remit did not include the introduction or evaluation of 
the policy once it had been written.
3.3 Membership of the Risk-Assessment Policy and Procedure Working Group
The selection of the membership of the working group was important for three 
reasons. Firstly, the literature on the management of change informs us that ownership 
of change is a vital component to the successful introduction of it (e.g. Blackler & 
Shimmin, 1984, p.94). The members had to be open to the idea of risk assessment and 
the need for such a policy. Secondly, the individual members of the group had to be 
able to work well together. Past history of conflict or unresolved personal infighting 
could lead to the group members being unwilling to compromise. Finally, the group 
needed to perceive that the project was important enough to maintain a high priority in 
their heavy workload.
The Direct Service manager and I recruited the members of the group with the above 
points in mind. Membership consisted of the following people: A Direct Service 
Group manager; a clinical psychologist (A grade); a Day Services manager; two Home 
managers (G grade nurses).
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3.4 The Working Group Process
The working group met on a regular basis over a period of six months. I introduced 
the material from Carson’s (1993) workshop which provided the framework for our 
own policy. I explained why I considered the policy necessary and important. The 
members of the group familiarized themselves with the current literature on risk 
which was provided by the psychologist. The group assigned particular tasks to 
individual members. The introduction to the policy was written by the Direct Service 
manager. The historical overview and the recommendations for monitoring and 
evaluation were written by Home managers. I described the risk-assessment procedure 
and risk-management strategies designed to reduce the possibility of a risky outcome.
3.5 The Structure of the Risk-Assessment Policy and Procedure Documentation
The policy included the following elements
• introduction, including the objectives of the policy
• definition of risk and an historical view
• an outline of the need for change and the benefits to people with learning 
disabilities
• an outline of the benefits to carers and the accountability of the authorities
• a description of the risk-assessment procedure
• a description of risk management
• how the risk assessment is to be monitored and evaluated
• appendices included paperwork formats for the stages of assessment, a legal
analysis of risk (from David Carson’s notes), and a discussion of the issue of
consent to treatment written by myself
3.6 Ratification
The document received ratification from the Executive Board following minor 
alterations from the members. I wrote a covering document which summarized the 
policy. This was then circulated throughout the organization for information.
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Ratification meant that the document had to be carried out by those responsible for the 
care of the people with learning disabilities. In practice, this meant the Home 
managers and the Consultant Psychiatrists who had ultimate medical responsibility for 
the clients.
3.7 The Risk-Assessment Procedure
3.7.1 When to Implement a Risk-Assessment Procedure
It would be the responsibility of the Home manager to identify the need for a risk 
assessment in any particular circumstance. The risk-assessment procedure (RAP) 
could be considered under two different circumstances. The first and most frequent 
circumstance would be as a proactive decision. The RAP recommended that risk 
assessment be considered as part of the Individual Planning Process (IPP) meeting 
held annually for each client. It is proactive in the sense that staff are being asked to 
think about encouraging people to take risks in order to experience personal growth. 
The policy emphasized that anyone was able to identify the need for a risk assessment, 
including therapists such as psychologists, who would then need to liaise with the 
Home manager in order to arrange the meeting. Secondly, a reactive circumstance 
might occur, when the need for a risk assessment became apparent urgently. If a 
person developed a new behaviour which caused concern, it was not necessary to 
wait for the next IPP meeting to set an assessment of risk as a goal. It is reactive 
because it is the person with learning disabilities who, by engaging in the new 
behaviour, has prompted the consideration of a risk assessment.
An understanding of when a risk assessment is necessary is a very difficult decision, 
and the policy provided some guidelines. Obviously, it would not be possible to carry 
out the lengthy risk-assessment procedure for everyday activities such as when a 
person gets out of bed. However, new skill development, such as learning to make a 
cup of tea, or a change in provision of services, such as a move to another Home, may 
warrant completing a risk assessment. The policy recommended that whenever there 
was a concern expressed by anyone, a risk assessment should be considered by a
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multidisciplinary group. The policy clearly stated that whatever the outcome of the 
multidisciplinary risk assessment, the responsibility about whether or not the risk 
decision was carried through would ultimately rest with the Consultant Psychiatrist. 
Even if a risk decision was agreed by a multidisciplinary group, the Psychiatrist could 
overrule the decision as s/he was clinically responsible for the person.
3.7.2 The Risk-Assessment Meeting
An essential element in the RAP is the multidisciplinary group decision-making 
process. In order to maintain a flexible system, membership of the multidisciplinary 
group was not specified in the policy document. However, it was recommended that 
one professional would take a lead in inviting those involved to the risk-assessment 
meeting (this might include hospital staff, relatives, and clients). The lead professional 
would also need to ensure that a detailed history of relevant facts was compiled for 
discussion at the meeting. The information would be used during discussion regarding 
how likely a particular outcome was to happen.
The policy recommended that the multidisciplinary group appoint a chair. In practice, 
this would be either the Home manager or a psychologist, as the chair needs to have a 
good understanding of the RAP. The chair would begin by introducing the concept of 
risk assessment to the members of the meeting. Guidelines suggested the meeting 
would last approximately an hour and a half to ensure plenty of time to familiarize the 
group with the RAP. The group would begin by agreeing the risk decision under 
consideration in order to focus discussion on the same decision. A risk period would 
also need to be agreed upon by the group. This was the time in which the decision 
taken would be reviewed by the group. If the risk decision had particularly severe 
negative consequences, the policy recommended that this risk period be brief.
The group would then brainstorm all the possible outcomes, positive and negative, of 
the agreed risk decision. This was written on a flip chart to enable the group to follow 
the process more easily. Values were then assigned to each outcome. Any figure 
between -10 and -1 would be considered a negative value and therefore a potential
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harm. A figure between +1 and +10 would be considered a positive value and a 
potential benefit to the person. A value figure of 0 would be considered as neutral, 
neither a benefit nor a harm. The value -10 is reserved for the most negative outcome, 
death. The most positive value, +10, is awarded for an outcome such as increased 
choice or personal freedom. This value figure for each outcome must be negotiated 
within the group, and it would vary depending upon the risk decision and the 
membership of the risk-assessment group.
A likelihood figure for each of the possible outcomes would then be decided. The 
figure 0 is reserved for outcomes which could never happen and 1 is given to those 
outcomes which will certainly happen. The likelihood, for example, of being 
murdered is very low (0.001 is a one-in-one thousand likelihood), especially when 
considered within the parameters of the risk decision. Here the objective was to make 
what was most likely to be an accurate prediction.
The policy document recommended that the chair ensured that people genuinely took 
part throughout the process in order to make disowning the final result less likely. The 
chair needed to seek compromise at each stage of the process in order to avoid a large 
difference of opinion at the end of the process.
The chair then assessed the extent to which likely benefits exceeded likely harms. 
Each outcome value would be multiplied by its corresponding likelihood in order to 
calculate the risks. The resulting benefit figures would be added together, and likewise 
the resulting harms.
The group would then discuss the difference between the total benefit and total harm 
figures and exercise a risk judgement. If the total benefit figure sufficiently 
outweighed the total harm figure, the risk decision could then be implemented, having 
established monitoring and review mechanisms. If the total harm figure outweighed 
the total benefit figure, the risk decision would not be made.
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3.7.3 Risk-Management Strategies
The policy document recommended reflection upon which outcomes were causing the 
most concern when the risk judgement was difficult to make because the total benefit 
figure did not sufficiently outweigh the total harm figure. These outcomes and 
associated likelihoods were known as critical factors. The group would consider these 
critical factors, which if altered would make the most impact upon the figures. The 
group would then develop risk-management strategies. These strategies, if 
implemented, would either reduce the likelihood of a negative outcome or, 
alternatively, increase the likelihood of a positive outcome. The development of risk- 
management strategies served to reduce the harm figure or increase the benefit figure 
and enabled the group to agree to take the proposed risk decision.
3.7.4 Monitoring and Evaluation
This essential part of risk assessment is the part which is often neglected due to 
pressing demands on people’s time. However, the policy emphasized that accurate 
records are the most effective support for professionals’ actions in the event of a 
harmful outcome. Records also enable the group to judge progress during review and 
to allow for corrections to be made to the risk decision if circumstances change. 
Records provide firm evidence for arguments to decrease the level of perceived risk in 
the absence of reported negative outcomes.
3.7.5 Issues Raised From Completing the Risk-Assessment Policy and Procedure 
Documentation
The RAPP documentation was developed as a response to the need to strike a balance 
between the benefits to the individual client in allowing them more freedom of 
expression with the possible risks such freedom would bring. The balance is needed to 
protect the client from unnecessary harm and to protect staff from the charge of 
negligence. The strengths of the RAPP documentation were: Firstly, the 
multidisciplinary involvement in its development increased the sense of ownership of
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it within the Trust; secondly, the policy provided a forum for decision making; 
thirdly, it provided an objective, rather than subjective, mechanism for making 
decisions.
However, there was also an inherent weakness in the procedure which concerned the 
generation of the possible-outcomes list. The policy did not provide guidance on the 
number of positive and negative outcomes to include. Therefore, the process was 
vulnerable to manipulation if one person insisted on listing a large number of positive 
or negative outcomes.
The policy and procedures which we produced were a product of a group process with 
individuals writing different sections. As a consequence, the contributions of 
individual styles came through and made the policy appear disjointed. Our concerns 
over the legal aspects of risk received a high profile probably because the core work 
was developed from the work of a lawyer.
The policy required an as-and-when approach to carrying out risk assessment. It did 
not specify how often or when to use the risk-assessment procedure. There remained 
open-ended questions, such as the probable cost implications, monitoring and 
evaluation, and what would happen if there was a disagreement between the 
multidisciplinary team and the responsible medical officer.
4. Training Provided to Introduce the Risk-Assessment Policy and 
Procedure Documentation
The working group disbanded following the completion of the policy document. The 
responsibility for the introduction of the policy was held by three members of the 
working group, the Direct Service manager, a Home manager, and myself.
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4.1 Training
The risk assessment format was introduced to Home managers within the organization 
using a training module devised by the Home manager and myself. Actions were 
required to ensure that training was undertaken in the most effective manner. Firstly, 
Direct Service managers agreed to release their Home managers from clinical duties 
for the duration of the module. Secondly, the facilitators wrote to the Home managers 
inviting them to attend. The duty rota was subsequently organized to ensure staff were 
able to attend all of the sessions. Finally, certificates of attendance were awarded to 
staff completing the course.
In addition to this module course, the hospital Doctors were invited to attend their 
own training session, in which an overview of the documentation was presented. As 
already mentioned, the Consultants, known as the responsible medical officer, had 
ultimate responsibility for the clinical care of people in hospital settings. This was 
stated clearly in the policy document with the backing of the Consultants.
4.2 The Module
The training module was divided into five sessions (a total of 14 hours) over a number 
of weeks. The module course was run on two separate occasions. The programme 
consisted of the following elements: Introduction to the policy and procedure; role 
play of a risk-assessment multidisciplinary meeting; keeping records (monitoring); 
report writing.
Session 1
Introductory Day: The group members familiarized themselves with the policy 
documentation and were given an opportunity to seek clarification. This enabled the 
facilitators to establish the areas of greatest concern and therefore resistance to 
acceptance of the risk-assessment procedure. For example, people were concerned 
about the increased paperwork involved in the procedure, and how to judge when a
67
risk assessment would be necessary. To clarify this process, the psychologist designed 
handouts to help the group with the risk-assessment procedure (Appendix la, lb, and 
lc). The process was illustrated by the nurse facilitator who was able to provide many 
examples of where such an assessment would have supported the staff as well as 
benefited the person with learning disabilities. One example used a risk assessment 
which had been carried out on a person with a history of attacking people. When the 
worst predicted outcome actually occurred and the person had hit a child in the local 
town centre, the risk-assessment procedure provided evidence that reasonable 
foresight had been used.
At the end of the session, homework was set which would be necessary for the 
following session. The group was requested to divide into three sets of three and was 
asked to prepare a case presentation. The task was to consider a person they were 
working with for whom they felt a risk assessment would be useful. Emphasis was 
placed on selecting a risk-assessment decision which had relevance to a client in their 
care and then compiling a history of relevant risk facts. The task groups would need to 
meet and discuss their presentation outside the session. The aim here was to 
encourage interest in the process by using examples of risk situations within their own 
work place. Establishing task groups also had the effect of developing a common goal 
achieved by a team effort. In this way, we hoped to maintain attendance.
Sessions 2 and 3
Presentation of Case Studies/worked examples: Each task group presented its case 
study using the RAP, taking minutes, brainstorming outcomes, assigning values and 
likelihoods, and calculating the risk judgement. This process identified many of the 
concerns people had about taking risks and developing the quality of life for people 
with learning disabilities. For example, a Day Services manager had considered using 
this mechanism to try to alter a Consultant’s decision not to permit a client to go to a 
West End theatre because of the risk to the person’s health (he had a subcutaneous 
cataract fitted in his abdomen). The manager felt that if the Consultant had been 
involved in this kind of decision-making process, he would not have arrived at his
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decision not to sanction the trip. The careful considerations of the negative and 
positive outcomes would have demonstrated that the risk, although present, was very 
small when compared to the benefits such a visit would have provided.
Session 4
Role Play: The module course included the opportunity to take part in a role play of a 
multidisciplinary team meeting. This can be the most difficult part of the risk- 
assessment procedure. People with strong beliefs either in support of or opposed to the 
risk decision can become forceful and determined to focus the meeting on their own 
concerns. The role-play situation allowed people to experience some of the difficulties 
in running a risk-assessment meeting and to practice how they might handle these 
situations. The role play also served to demonstrate the positive aspects of the process 
and to strengthen their commitment to it. The role play also enabled people to gain an 
idea of the type of information that would be useful to prepare for the meeting and of 
the time the meeting required, and to practice the skill of chairing a meeting.
Session 5
Records and Reports: The psychologist prepared a report-writing format (Appendix 
2). Standardized formats were also designed for each stage of the risk-assessment 
procedure, including: A history (related facts regarding events in the past); the risk- 
assessment procedure; minutes from the risk-assessment multidisciplinary team 
meeting; monitoring risk plan; evaluation of risk plan (Appendices 3,4,5,6,7).
4.3 Training Evaluation
Having completed the training module, an evaluation of the sessions was made using 
evaluation sheets which were completed by each of the attendees.
Even with the backing of the Direct Service manager, a number of Home managers 
did not complete the training module course despite the fact that they had all
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expressed an interest in the training when approached by their nursing colleague. 
Dates which had been set and agreed upon were not kept, and some staff failed to 
attend the introductory day and then felt unable to rejoin the group. Other people 
attended for periods of the course module, but never completed a session, which 
became distracting for those who attended regularly (Table 1). Some staff would leave 
the preparation work to others but would take a spectator role in the sessions.
Table 1: Record of Workshop Attendance
SESSIONS 
(% OF ATTENDANCE)
1 2 3 4 5
WORKSHOP 1 80% 50% 60% 40% 40%
WORKSHOP 2 90% 40% 20% 20% 20%
The evaluation sheets demonstrated positive feedback from those who attended the 
training. One attendee felt that she now had the confidence and means to question the 
decision of the Consultant by using the risk-assessment procedure. The case studies 
had been followed through, and some of the attendees were delighted to see the 
positive effective of the risk-assessment procedure. For example, the client who had a 
subcutaneous cataract had visited the theatre in London and thoroughly enjoyed the 
experience. The success of this visit opened up the possibility of many more trips to 
the pub, parties, and the cinema. The relationship between the Day Services Unit and 
the Home staff also improved as the latter appreciated what had been achieved.
The manager from the Day Services Unit highlighted the need for risk assessment on 
clients attending Day Services. Further clarification within the RAPP documentation 
was now also needed regarding the necessity for individual risk assessment for group 
outings. In general, the attendees were concerned about the increased paperwork but 
genuinely felt that this system could protect them and result in improvements in the 
quality of life for their clients. Increased paperwork is an ongoing issue in the NHS, 
with staff continuously being asked to complete more written work. I stressed to the 
attendees that the process was not designed to be completed for everyday risks such as
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getting out of bed. This risk assessment was only for use when concern was expressed 
by people working with the client or when the client themselves expressed a wish to 
learn a new skill.
The members of the workshop were surprised at how much of the risk-assessment 
procedure was already done, without the use of a written decision-making process, by 
the Home managers or by informal discussion with a colleague. It became apparent 
that the missing elements included the multidisciplinary approach, and the recording 
and review processes.
The facilitators did not expect full attendance at the course training module because 
the Trust was experiencing the effects of massive change within the organization. 
Many staff were experiencing a high degree of stress associated with such changes. 
The facilitators expected the most likely attendees to be the people who already 
supported the notion of the risk assessment. The facilitators discussed the possibility 
of running a third training course module for those who did not attend. However, 
based on the nurse facilitator’s knowledge of the people concerned, the facilitators 
concluded that those who had not attended had done so because of the stresses they 
felt. Forcing them to take up the offer of another training course module would have 
added to their stress levels. The Direct Service manager from the policy group was 
made aware of the situation in a report at the end of the training course module. The 
facilitators recommended that an ongoing training course module option should be 
offered by the Trust’s own training department for members of staff who had not 
already received training.
The RAPP documentation was adopted as an official Trust policy. The 
implementation of the policy was assured by a series of workshops devised and run by 
a Home manager and myself. The hospital Home managers and their teams, as well as 
support professionals, were expected to consider the use of the RAPP for both reactive 
and proactive risk-assessment decisions. The decisions were to be recorded in a 
written format with monitoring and evaluation of the decision made built into the 
process of risk assessment.
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5. Case Presentation
5.1 Background Information
Joe (names of people and places have been changed to ensure confidentiality) was 
referred to the Department in 1992. He was expressing sexual desires towards other 
residents in his single-sex Home. Psychologists needed to first assess the cognitive 
and social competence of all the residents involved to determine their ability to 
consent to close personal relationships. Following these assessments, Joe was offered 
six therapy sessions with a psychologist. He used these sessions to clarify his 
understanding of his own sexuality and the feelings of others, particularly the staff, 
which were created by his actions. Sex education was also provided. The case was 
closed with the recommendation to review the appropriateness of his current 
accommodation.
I reopened the case in November 1993 in order to continue the work of a consultant 
psychologist who had diagnosed Joe as having Asperger’s syndrome. Joe was 
frustrated in his restricted surroundings and becoming both withdrawn and aggressive 
at different times. The consultant psychologist recommended a regular (weekly) 30- 
minute session for Joe to talk about his feelings, what made him feel like that, and 
what he did about those feelings. The staff on the Home were unsure about the 
diagnosis of Asperger’s syndrome, and I also worked at convincing them of Joe’s 
need for a structured, predictable routine with very few unplanned changes. For 
example, Joe became very angry (leading to PRN sedation (Pro Re Nata, when 
required)) if he was unable to have a bath in a particular bathroom. If he was late 
awaking, he then had to either wait for his bathroom, or if time was short, had to use 
another bathroom. Some of the staff working with Joe felt that his demands were a 
result of behaviour problems and not a result of the Asperger’s syndrome. I spent a 
good deal of time working with the staff and Joe in order that both saw the other 
party’s point of view.
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During this work, Joe was moved to a less restrictive Home with one-to-one 
supervision (in January 1994). Joe was pleased with his new surroundings and the 
increased freedom the one-to-one supervision allowed. He was able to attend day 
service activities and leave the hospital grounds. Throughout this time, there were still 
concerns about the high probability that Joe was likely to sexually abuse people. He 
had a history of abuse and attempted abuse towards children, women, and men.
I worked with staff to devise a timetable of activities for the week. I also wrote a plan 
with the aim of improving relationships between Joe and the staff. I considered, with 
staff and Joe, the cycle which led to Joe becoming abusive and secluded. The staff 
became aware of the need to avoid conflict wherever possible. We brainstormed some 
excellent ideas to avoid confrontation in key areas, such as at bath time, mealtimes, 
and when sorting the laundry. Once staff and Joe understood the explicit rules in these 
areas, the number of arguments between the staff and Joe decreased.
By June 1994, Joe was becoming irritated with the constant one-to-one supervision. 
Matters were made worse because the person responsible for the one-to-one 
supervision was often not qualified and therefore was not allowed to take Joe to his 
activities off the hospital premises (hospital regulations). When activities had to be 
cancelled at short notice, Joe became furious, which resulted inevitably in sedation.
5.2 Assessment
The results of the WAIS-R (Wechsler Adult Intelligence Scale-Revised, Wechsler, 
1981) and the HALO (Hampshire Assessment for Living with Others, Shackleton 
Bailey, 1980) placed Joe in the mild category of learning disabilities. He also had a 
diagnosis of Asperger’s syndrome. Assessment of Joe’s knowledge about sexual 
behaviour demonstrated he was able to learn and retain this knowledge. His history of 
abuse had led to him being sectioned under the Mental Health Act (Department of 
Health, 1983), and this was not likely to be lifted in the foreseeable future, if at all.
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5.3 Formulation
The management of Joe’s behaviour was based upon a strategy of harm avoidance to 
others (i.e. one-to-one supervision with PRN and seclusion if Joe became abusive). 
However, despite the success of the conflict-avoidance plans, my individual sessions 
with Joe were still being influenced by these external factors, such as his frustration at 
the one-to-one observation. The introduction of the risk-assessment procedure here 
was as a problem-solving mechanism. In order to continue effective individual therapy 
with my client, I had to present a risk (i.e. to give Joe some time free from one-to-one 
observation) and enable the staff to reach a joint decision regarding the acceptable 
level of that risk. The acceptance of this risk, no matter how small, would represent a 
change in attitude for the people working with him. Staff would need to be 
comfortable with any change in routine if they were to manage the change 
successfully. The risk-assessment procedure provided a rational mechanism, backed 
by the Trust, which would allow people to express their fears but allowed for a small 
change in my client’s situation which would have a significant impact on his right to 
self-determination. Once my client felt less frustrated, individual therapy could 
proceed.
5.4 Intervention - Risk-Assessment Procedure
5.4.1 The Process
Preparation
As a solution to Joe’s irritation with the constant one-to-one supervision, the 
Consultant Psychiatrist suggested the use of Androcur, a sexual-drive suppressant. If 
this was effective, the one-to-one supervision could be reduced, and Joe would be less 
frustrated by the constant monitoring. Even though there had not been a reported 
incident of sexual abuse in the previous six months, the staff felt that this was due 
entirely to the one-to-one supervision. Although Joe had been on the drug before, with 
the effect of reducing his ability to successfully masturbate which in turn had led him
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to become angry towards clients and staff, it was agreed that the drug would be 
introduced for a trial period of six months. During this time, I monitored possible side 
effects. It was agreed that if there were no reported incidents of (attempted) sexual 
abuse in this time, a reduction in the level of supervision could be considered (he was 
under this supervision because of his history of abuse) using risk assessment. Joe was 
fully informed about the introduction of the drug and the reasons for it. He accepted 
the decision and gave his consent to it. Joe did not demonstrate any of the associated 
side effects of the drug Androcur (lethargy, inability to successfully masturbate, and 
weight gain).
Joe continued to take Androcur for the next six months without any incidents of 
sexual abuse. A risk-assessment meeting was held, as planned, to consider the risks 
following a reduction of one-to-one supervision. Although the Consultant Psychiatrist 
was unable to attend this meeting, he was aware of the risk-assessment decision under 
consideration and was happy for the meeting to proceed without him. He was aware of 
the possible outcomes of the procedure and agreed to abide by the decision of the 
team. The practical issue of responsibility and control did not arise in my work with 
Joe because the Consultant was in complete agreement with the risk-assessment 
procedure. I informed Joe of the meeting and its purpose. However, Joe would not be 
present. I judged that Joe would become distressed by the discussions and that staff 
would feel inhibited about expressing their concerns in front of him. I discussed the 
results of the risk assessment with Joe as soon as the meeting finished.
The staff had been briefed on the nature of risk assessment by Joe’s keyworker before 
the meeting. We arranged for the meeting to take place at the Home. This was not 
ideal as there would be interruptions as people responded to phone calls. However, it 
would not be possible to assemble the majority of the permanent staff away from the 
Home because cover was not a possibility both due to cost and lack of available staff.
Once the preparations for the risk-assessment meeting had been completed, the 
meeting could take place. A successful meeting depended upon the participants being
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willing to consider the possibilities of a change. The major stakeholders had to be 
informed of the risk assessment and take part in its progress.
Risk-Assessment Multidisciplinary Team
Approximately eight months after the introduction of the drug Androcur (April 1995), 
a multidisciplinary team, made up of the Home staff and myself, met to assess the risk 
of reducing the one-to-one supervision of Joe. The purpose of risk assessment was 
explained along with an estimation of the time involved. I explained that the RAP 
would seek to achieve consensus regarding possible methods of reducing one-to-one 
supervision. We began with a brief discussion of the relevant facts from Joe’s notes, 
including the number of recorded incidents of sexual abuse or threatened sexual 
abuse.
Considerable time was spent upon the precise wording of the risk decision to focus 
people on to the exact degree of risk being considered. As chair, I had the 
responsibility to ensure that the members of the group were as comfortable as possible 
with the decision under discussion. If people did not feel this was an acceptable 
decision from the start, they were not likely to take part in the process or to comply 
with the risk-assessment monitoring procedures. It would be difficult to convince 
them of small success if this was not completed accurately. The people most opposed 
to the idea were particularly encouraged to contribute, and their ideas were 
incorporated. For example, one person suggested that the risk to other clients be 
completely removed by not allowing other clients in the bedroom area during the time 
Joe was not under observation. The risk, therefore, was to property and not to 
individuals. The final risk decision was ‘Joe will be given the choice to spend 30 
minutes in his room after lunch and 30 minutes in his room after tea (when no other 
clients are in the area)’ (see p. 78 for RAP).
Next the team discussed and then agreed upon a risk period (i.e. when the risk 
decision would be reviewed). The members of the team were unsure about the concept 
of reducing the level of supervision, and therefore we agreed on a relatively short risk
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period of one month. Although this is agreed at the beginning of the meeting, it can be 
altered (lengthened or reduced) once the risk decision has been assessed.
Once the risk decision was agreed, the meeting proceeded fairly smoothly. The team 
were asked to brainstorm the reasonably foreseeable outcomes of the specified risk 
decision. The precise nature of the risk decision had narrowed the kind of outcome 
possible (e.g. there was no mention of possible sexual abuse because the clear risk 
decision made contact with other people an impossibility). A range of positive and 
negative outcomes was volunteered from the group without suggestion from the chair 
(psychologist). These outcomes were then assigned either positive or negative values 
(from -10, the worst possible outcome, to +10, the best possible outcome).
The worst possible outcome was deemed to be ‘taking other people’s property’ at -6. 
The best outcome was that ‘Joe is given the choice to be alone’ at +6.
The next task involved determining the likelihood (between 0 and 1) of each of the 
outcomes. The team felt strongly that Joe would certainly take other people’s property 
(1) and that he would go into other people’s bedrooms without their permission (1). 
There was also a high degree of probability that Joe’s mood would improve (0.7) and 
that choice would be available (0.8), if the risk decision were accepted.
The chair multiplied the value' and likelihood of each outcome, a process known as 
summation. Once the final figures were calculated, the group then had to make the 
risk judgement. The total benefit (+12) must sufficiently outweigh the total harm (-11) 
in order for the decision to go ahead. In this case, the figures were close and the 
decision not easy.
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RISK-ASSESSMENT PLAN
RESIDENT’S NAME : Joe
RISK PERIOD: One month (beginning from Risk-Assessment Plan being received)
RISK-ASSESSMENT PROCEDURE
PROPOSED RISK DECISION : Joe will be given the choice to spend 30 mins in his room after 
lunch and 30 mins in his room after tea (when no other clients are in the area).
POSSIBLE OUTCOMES 
SUMMATION
+ / - VALUES LIKELIHOOD
1. Take other people’s property
—
-6 1 -6
2. Go into other people’s bedrooms without 
permission -5 1 -5
3. Improve mood (as able to be alone in room) + +5 0.7 +3.5
4. Joe given the opportunity to behave in a 
responsible manner (self esteem) + +5 0.8 +4
5. Joe is given the choice to be alone + +6 0.8 +4.8
TOTAL BENEFITS: + 12  
TOTAL HARMS: -11
CRITICAL FACTORS: Yes- Going into
other people’s room
ACTION JUSTIFIED: Yes TIME VARIATIONS: None
DECISION: Joe will be given the choice to spend 30 mins in his room after lunch and tea, 
every day.
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Risk-Management Strategies
Due to the fact that the total benefit and total harm figures were so close, the group 
considered the critical factors affecting the decision-making process. Staff were 
certain that Joe would take other people’s property and go into other people’s room 
without permission if he was given the opportunity to spend time in his room after 
lunch and after tea without observation. These were critical factors and accounted for 
all of the total harm figure. The group discussed risk-management strategies which, if 
implemented, would reduce the total harm figure. This was a lively problem-solving 
section of the meeting, with everyone contributing their ideas. These strategies were 
incorporated into the risk-assessment plan and the group risk judgement decided that 
the risk decision should be taken within the agreed risk period (one month). The 
strategies were as follows:
• to devise a contract (see next page for contract) with Joe which clearly stated what 
behaviour was necessary from him and the staff, in order to reduce the possibility 
of misunderstandings between Joe and the staff, signed by Joe and his keyworker
• in order to reduce the risk of Joe going into other people’s rooms, he would be 
asked to use the lavatory before the 30-minute period began (Joe would often say 
that he was on his way to the toilet when found in the corridor). Joe would be asked 
to stay in his room throughout the 30-minute period
• staff would check Joe’s room after each 30-minute period and praise him for not 
taking other people’s property
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CONTRACT OF AGREEMENT
In order to give Joe the opportunity to choose to spend some time alone in his room, 
The ward staff agree to:
• Ask Joe if he would like to spend some time in his own room (after lunch and after 
teatime)
• If Joe would like to do this, staff will ask Joe to use the toilet and leave him in his 
room for 30 minutes
• After 30 minutes, staff will ask Joe to join in routine activities
• Staff will praise Joe for not leaving his room/taking other people’s property
Joe agrees to:
• Tell staff if he has decided to spend the 30 minutes in his room
• Use the toilet, if necessary, before he goes into his room
• Stay in his room for 30 minutes
• Not take other people’s things
• Not go into anyone else’s room
• Rejoin the staff in routine activities once the 30 minutes have elapsed
Joe Smith Ann Jones (keyworker)
With these risk-management strategies in place, the risk decision could be made. The 
final task of the team was to set a risk-assessment review date.
5.4.2 Post Multidisciplinary Team Meeting
Monitoring and Review
Staff agreed to record the number of occasions Joe chose to spend time in his room 
and the number of occasions he a) was found in someone else’s room and b) property 
belonging to others was found in Joe’s possession. I devised a simple monitoring form 
(see page 83, Risk-Assessment Decision-Monitoring) which could be completed 
quickly and which was reviewed monthly by the keyworker and myself. The 
monitoring system was designed to be simple to increase the likelihood that 
monitoring took place.
Before each risk-assessment review meeting took place, I gathered the information 
from the monitoring forms. The data gathered demonstrated that Joe was using the 
opportunity to spend 30 minutes in his room after lunch and tea on 79 per cent of 
occasions possible. He refused the opportunity on only 20 occasions throughout the 
assessment period of one month. He was found wandering on three, occasions and 
property was found in his room on three occasions. Joe provided me with regular 
feedback on how he enjoyed and appreciated the opportunity to have some time 
without one-to-one observation from the staff. I was able to feed this back directly to 
staff via a daily diary completed by the one-to-one staff and me. Regular (weekly) 
informal discussion with staff demonstrated an improved relationship between staff 
and Joe (e.g. staff would report ‘he’s not too bad’ and ‘he hasn’t been a problem this 
week’). At the beginning of the intervention, there had been the threat of Joe being 
moved back to his original home. After the risk-assessment meeting and monitoring 
were completed, staff began to consider that his present accommodation was his 
home.
81
I arranged regular reviews (31/5/95, 21/7/95, 23/8/95, 14/9/95, 11/10/95, 14/11/95, 
and 30/1/96) with Joe’s keyworker. A full multidisciplinary meeting was only 
necessary if a major change to the risk-assessment decision was required. His 
keyworker and I agreed to increase the time allocated to 45 minutes beginning in 
September. This had been discussed with the Home staff following an IPP meeting in 
August. Minutes were taken during these reviews and then distributed to the Home 
staff and the Consultant Psychiatrist. Joe did not wish the time to be extended further. 
My final report, before I left the Trust, recommended that the next stage towards 
reducing one-to-one observation within the Home should be considered. This could 
involve varying the one-to-one staff within the shift and/or staff covertly handing over 
observation responsibility to other staff, for short periods, and leaving the room.
5.4.3 Discussion
The risk-assessment decision was carefully crafted to ensure that the risk decision did 
not allow the most extreme consequences of reducing the level of observation (i.e. 
sexual abuse) to occur. Considerable time was spent on this at the beginning of the 
meeting. The staff had to feel that this was an acceptable risk to even consider taking.
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RISK-ASSESSMENT DECISION- MONITORING
RISK DECISION : Joe is given the choice to spend 30 minutes in his own room after 
lunch and 30 minutes in his room after tea (when no other residents are in the 
area).
Lunch Time Tea Time
CHOSE
TO
USE
ROOM
WANDERING
PROPERTY
FOUND
CHOSE
TO
USE
ROOM
WAN­
DERING
PROPERTY
FOUND COMMENT
MONDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
TUESDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
WEDNESDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
THURSDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
FRIDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
SATURDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
SUNDAY
DATE:
Y/N Y/N Y/N Y/N Y/N Y/N
RISK PERIOD : ONE MONTH F R O M ...........................................
Catherine Evers will collect record charts at end of risk period.
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The staff were wary of the risk mechanism at the beginning of the meeting. I feel that 
the success of the risk-assessment plan was mainly due to the first meeting in which 
people aired their views and took a collective decision to proceed with an acceptable 
level of risk to all parties.
In successfully extending Joe’s right to choose time to be on his own, the group had to 
make the decision to restrict the rights of other clients by preventing them from using 
their own rooms during Joe’s free time. The group took a collective decision that this 
was acceptable as a short-term measure.
The regular review procedure enabled me to monitor progress and act upon problems 
quickly. For example, the number of occasions when evaluation data was not recorded 
gradually increased after early commitment. Fortunately, I was able to bring this to 
people’s attention whilst thanking them for their continued support. The review also 
acted as an unofficial communication channel between Joe and the staff. I was also 
able to record Joe’s positive remarks about his increased sense of freedom. For the 
first time since starting to work with Joe, I felt that he appreciated the actions of the 
staff of the Home.
5.4.4 Conclusions
The risk-assessment plan was part of a long-term proactive intervention strategy. It 
began with individual therapy and progressed to the adoption of a systemic approach 
to Joe’s many problems. It was not possible to tackle his problems without working 
with his total environment because it was the environment that he was in that 
considerably contributed to his problems. Joe had become a product of the institution 
that protected the general public from his inappropriate behaviour. The process of 
changing the attitudes of the staff who worked with him was greatly helped by the 
RAP. The staff attitude gradually changed from what they saw as premeditated 
manipulating of behaviour to understanding his particular difficulties and accepting 
that their own behaviour toward him influenced his behaviour towards them.
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6. The Implementation. A Discussion Of The Lessons Learned.
There were many positive aspects experienced during the completion of the RAPP. 
The first was the fact that I established some excellent relationships with other 
professionals, and I felt that I helped to develop the quality of life for a number of 
individuals. The process of implementation of the RAPP took considerable time, 
approximately four years from conception following meeting David Carson to the end 
of the training modules. This was positive for two reasons, a) it gave me time to 
develop my ideas, and b) it gave the people I was working with time to take on board 
the ideas, understand them, and use them in their everyday working practice.
However, the most significant lesson I learned was the potential for attitudinal change. 
This was particularly significant because this is one of the most difficult areas a 
psychologist must deal with during clinical and managerial work. The process allowed 
for the introduction of a rational evaluation of potential risks and benefits associated 
with the decisions taken concerning the lives of people with learning disabilities. The 
potential for the client, the carer, and the professional to benefit from the risk- 
assessment process was evident.
I recognized this potential when working with a man attending day services in the 
community. The man was diagnosed as having autism and opted to stand outside the 
centre at particular times of the day. His mother noticed this and expressed concern 
for his safety. A risk-assessment meeting with the man, his mother, and the keyworker 
was arranged by the psychologist. This risk assessment, in contrast to the case study 
presented above, was reactive. The man had developed a new behaviour which those 
concerned with his care needed to consider carefully. The possible negative outcomes 
included being hit by a car, frightening young children with his bizarre movements, 
and being led away by strangers. The psychologist and keyworker felt that positive 
outcomes for the client included reduced anxiety from the noise of people within the 
day centre and the fact that this was an expression of his free will. The RAP lessened 
the anxieties experienced by his mother, and she expressed relief at the process which
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allowed for the careful consideration of all possible outcomes. The various risk- 
management strategies used (e.g. the psychologist introduced stranger-awareness 
techniques to reduce the risk if the man was approached by a hostile person) reduced 
the risk of the negative outcomes and encouraged greater opportunities for the man to 
express choice.
The RAPP also provides a mechanism for conflict resolution. For example, there can 
be conflict between the health-care professional and the parents of the people they 
care for. Some people are more conservative in their approach, and others may feel 
there is less at stake. The procedure provides a structure within which people’s 
concerns can be aired. It also allows for people to feel that their point of view has been 
noted.
Two of the most difficult aspects of the RAPP were who should decide when risk 
assessment is necessary and what kind of risk actually needs an assessment procedure 
completed. The first aspect was dealt with ambiguously in the policy by stating that 
anyone working with a client, expressing concern about anything, could request a risk 
assessment. However, underlying this ambiguity was the issue of responsibility and 
control. It is the responsible medical officer for each client who has ultimate 
responsibility about the risks taken by the client. The process of risk assessment 
allows for the expression of people’s concerns within a rational decision-making 
format. I have not yet experienced a medical officer opposing a multidisciplinary 
decision, but it is possible. In reality, the medical officer cannot be involved in every 
decision about the client. Most decisions will be made by the Home manager. High- 
risk decisions should ideally be considered at client case-review meetings. The 
medical officer either attends these meetings and/or receives the minutes. The 
opportunity to oppose the risk-assessment decision-making process is therefore open 
to the medical officer. The formal RAPP allows for the multidisciplinary views to be 
recorded and for any charge of failure of duty to care to be defended with hard 
evidence.
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The second aspect which caused difficulty and was not addressed sufficiently in the 
policy was what kind of risk actually needed an assessment procedure completed. The 
benefit of hindsight allows me to understand that this issue should have had more 
explanation in the guidelines provided. However, the vagueness may also be 
considered a strength. A flexible system may provide for creativity in interpretation 
and provide greater opportunities for all involved to benefit.
Unfortunately, ongoing training was not provided by the Trust’s own training 
department. The Trust did not maintain a commitment to the procedure but has since 
introduced more risk-assessment procedures within a 24-hour care plan. Staff are now 
asked to complete a risk-assessment form for every client. This form lists the various 
risks a person may encounter during a 24-hour period (e.g. the risk of harm as s/he 
makes a cup of tea). The staff are required to judge the risk as either low, medium, or 
high. The need for such inclusive assessment is questionable and has created even 
more paperwork for staff who are still expected to complete the full risk-assessment 
procedure with a multidisciplinary team for high-risk activities such as leaving the 
hospital for an outing in a minibus.
A major strength of the RAP is its versatility. For example, the open-ended nature of 
the risk decision, agreed at the start of the meeting, allowed the mechanism to be used 
for a variety of situations. I have since used the procedure to help consider a risk 
decision which involved doing nothing. Here the risk decision was ‘that health and 
social services withdraw all their services’ from a young man supported in the 
community. The process helped clarify the benefits of maintaining input as well as 
the possible harms of closing the case. The procedure can also be adapted to different 
settings— for example, in the community setting (Day Services and Social Services) 
and hospital settings. A multidisciplinary group can be made up of whoever is 
concerned with the care of the individual and may include parents, advocates, GPs, 
and the people with learning disabilities themselves.
The risk-assessment decision-making process can either be reactive or proactive. The 
reactive approach is more commonly seen in, for example, Social Services with their
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decision-making processes regarding the risk of abuse or violence occurring. The 
latter proactive approach can be useful to aid decision-making about, for example, 
extending quality of life by developing new daily living skills for people with learning 
disabilities (e.g. visiting the local shops alone and crossing the roads).
Mechanisms for evaluation and review of individual risk-assessment decisions were 
part of the RAP. However, the risk-assessment policy did not include mechanisms for 
evaluation and review of the document. Firstly, it did not contain a formal method of 
audit to ensure that the RAPP was followed, when necessary, in the stipulated method. 
Secondly, the policy did not incorporate an approach for evaluating the cost- 
effectiveness of the RAPP. On reflection, these would have been useful additions in 
order to help ensure a permanent organizational commitment to risk assessment.
7. Introducing Risk-Assessment Policy and Procedure Four Years 
On
When I took up a B-grade post in the Midlands in 1996, I recognized the need to 
develop a RAPP with my new colleagues working in Services for People with 
Learning Disabilities. However, there were important factors which needed to be 
considered as part of the background to the introduction and use of a RAPP four years 
after I had first introduced it into an organization. These are important when 
considering the possible resistance to change and the success with which new ideas 
would be accepted within an organization. Firstly, the management structure within 
the Trust was undergoing a major review since April 1996, when two Trusts merged. 
As a consequence, the Services for People with Learning Disabilities agreed to work 
together to produce documentation for their own services and not await Trust-wide 
risk-assessment documentation. Secondly, there were already a number of existing 
documents which provided guidelines on the procedure of risk assessment within the 
Midlands.
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7.1 Existing Documentation
It was important to consider existing documentation before introducing the RAPP 
with which I was familiar. There may have been a perfectly good procedure already in 
existence. I also believed that the introduction of such a RAPP should involve as 
many people as possible. This was not just for the psychologist and the cases s/he 
came into contact with. I hoped it would be a rational mechanism which all 
professionals working with people with learning disabilities could use for the 
evaluation of potential risks and benefits associated with particular decisions.
Social Services Department
Hereford and Worcester Social Services Department (1993) had issued a document 
entitled Adults at Risk, Operational Guidelines. The staff at Social Education Centres 
were aware of these guidelines and were familiar with the following:
An adult is deemed to be vulnerable if they need support from others to meet 
their basic human needs. Such a person is deemed to be at risk if there has 
been some significant and avoidable lack of care and support either through 
commission or omission by him/herself or others, or as a result of abuse, 
threat of violence or exploitation. If formal intervention is to be pursued it is 
of importance to be able to identify the main areas of concern causing the 
risk (p.4).
The guidelines cover people affected by problems of ageing, mental illness, physical 
or sensory disability, and learning disabilities. The guidelines also define abuse, 
including psychological, physical, sexual, and financial. Environmental factors which 
may lead to an increased risk were also listed, in addition to which signs and 
symptoms of possible abuse were also considered.
Management-of-risk investigations were also outlined in the guidelines as well as in 
the legal framework. For example, an allegation of abuse must be investigated on the
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same day of the referral. A planning meeting should be held within five working days, 
whereupon it could be necessary to convene a case conference.
Although these guidelines set out clear procedures, they were focused upon the 
specific risk of abuse. Unlike the Carson (1993) risk-assessment procedure, this 
limited the application of the guidelines to specific occasions. The guidelines use the 
notion of group decisions regarding abuse by incorporating the need for a Planning 
Meeting and Case Conference. However, there was not a structured format aimed at 
weighing up the possible benefits and harms of a decision and considering whether 
someone should or should not be allowed to do something they wish to do. The 
procedures were designed to respond to the allegation of abuse and to prevent the 
abuse from continuing. They are not proactive in nature but are designed to consider 
the possible risks of various outcomes with the aim of enhancing a person’s quality of 
life. These shortfalls in the Social Services guidelines led to one Social Education 
Centre manager agreeing to use my alternative risk-assessment procedure for a 
specific risk the staff had identified for a service user.
Services for People with Learning Disabilities, Family Support Team
The Family Support Team, a part of the Services for People with Learning 
Disabilities, provides therapy and respite services for people with severe challenging 
behaviour. The Family Support Team aims to provide people who exhibit challenging 
behaviours with as many real-life opportunities as possible. This will inevitably mean 
that the members of the team place themselves, other people, and the person with 
learning disabilities at risk from physically abusive behaviour. The team had devised a 
brief assessment-of-risk form. Once a challenging behaviour had occurred, the 
keyworker used the risk-assessment form to consider whether a particular behaviour 
was likely to recur. The keyworker would assign either a high, medium, or low risk 
rating to the behaviour.
This assessment procedure, however, was completed after an incident when a person 
with challenging behaviour had behaved inappropriately. It was not an assessment of a
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risk decision but of the risk of a behaviour recurring. Unlike the RAPP developed in 
my previous post, it was not a proactive approach to risk decisions involving 
developing a person’s skills. However, a proactive element would take place during 
keyworker supervision before the client was taken into a potentially risky situation. 
Again, in contrast to the risk-assessment procedure described earlier, this was not 
recorded in a structured way, involving a group decision on a specified risk with a 
review process.
Although the professionals in this team are particularly aware of the potential of 
harmful effects when supporting people with challenging behaviours in a normal 
lifestyle, they do not have a formal mechanism for recording possible outcomes and 
minimizing the potential for harmful ones. The team is aware of the shortcomings of 
the risk-assessment procedure and acknowledges that the process of recording their 
decision-making stages is absent. However, the team is reluctant to embrace a system 
demanding more paperwork.
7.2 Materials and Publications Concerning Risk Assessment.
Learning Materials on Mental Health Risk Assessment
Manchester University and the Department of Health, (Alberg, Hatfield & Huxley, 
1996) have developed a booklet entitled Learning Materials on Mental Health Risk 
Assessment. This was a comprehensive account of risk assessment. The document 
was developed in response to the radical changes in service provision from 
institution-based services to community care. It meant that a very few mentally ill 
people had posed risks to both themselves and for others. The document was designed 
to provide professionals with knowledge in order to ensure that risk was assessed and 
managed more effectively. Risk is defined as:
The possibility of beneficial and harmful outcomes and the likelihood of their 
occurrence in a stated time scale (Alberg et al.\996, p. 9).
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The package was designed for use with people with mental health problems, but 
included a module for groups with special needs. Special needs encompasses people 
with mild to moderate learning disabilities. This assessment of the risk is about 
‘weighing up both the possible beneficial and harmful outcomes and stating their 
likelihood’ (Alberg et al. 1996, p. 9). The account describes the factors that tend to 
increase the risk of violence to others. These include consideration of the following:
• socio-demographic characteristics (e.g. age, gender, ethnicity, education level, and 
socio-economic status)
• previous behaviour/history (e.g. severity and frequency pattern)
• personality factors
• clinical condition
• environmental conditions
• situational factors (e.g. living with family or alone; environmental factors such as 
noise, heat, crowd effects)
• physical pain
The term ‘risk assessment’ was used by the Learning Materials on Mental Health Risk 
Assessment package to help consider whether people who are mentally ill are more 
likely to behave violently than those without mental health problems. However, it was 
not clear what kinds of decisions such an assessment could be used for. The factors 
which may increase the risk of violence in this group of people were, however, 
considered (e.g. history of violent behaviour, high levels of anger/hostility, clinical 
diagnosis, and active symptoms).
Strategies for preventing or managing risky situations, as well as legislation and 
policy, were considered in detail. The material included very practical guidelines 
about coping with a violent person (e.g. defusion techniques such as calmly talking to 
the person).
Risk-assessment and risk-management techniques were described in detail where it 
stressed that the importance of thorough assessment and a clear, reasoned judgement 
would be considered as evidence of the use of best possible practice. They also
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correctly stated that poor judgements based on either prejudice or lack of information 
were indefensible.
Unlike Carson’s (1993) risk-assessment procedure, these materials do not provide 
very much in the way of structured documentation. They recommend the processes by 
which a decision made should be documented, but they do not include the use of 
numbers which help to clarify thought and reach agreement provided in Carson’s 
(1993) procedure.
Mental Health in Learning Disabilities
Mental Health in Learning Disabilities, a Training Pack for Staff Working with People 
Who have a Dual Diagnosis of Mental Health Needs and Learning Disabilities, (Holt, 
Kon, & Bouras, 1995) covered a number of areas and was designed for those working 
with clients with a dual diagnosis of mental health problems and learning disabilities. 
The final chapter, entitled Legal and Ethical Issues included a subheading of Risk 
Taking. The dimensions of risk are set out according to those used by David Carson. 
However, the structured approach to documentation is not made explicit, although it 
does recommend that the decision-making process should be a multidisciplinary one 
and involve the client wherever possible.
Physical Interventions and Risk Assessment: A Policy Framework
The British Institute of Learning Disabilities, in conjunction with The National 
Autistic Society, has published a book entitled Physical Interventions, a Policy 
Framework. (Harris, Allen, Comick, Jefferson & Mills, 1996). The document was a 
framework to guide the use of physical interventions (or restraint) with adults and 
children with learning disabilities. The issue of risk assessment was considered in 
Section 6 of the book, and the procedures for risk assessment, designed to help staff, 
were as follows:
• identify activities or environments which are associated with risk
• establish the likelihood of adverse outcomes for the individual
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• estimate the consequences if such outcomes were to occur
• take steps to avoid unreasonable risk
The procedures mirrored those suggested by Carson (1993) but again lacked the 
clarity that the use of numbers provided. A case study of a risk assessment was 
included which did help to clarify what steps were necessary. Again, the themes of a 
multidisciplinary approach, recording, and review were stressed as important aspects 
of risk assessment.
8. Current Status and Future Direction
The Trust is still in the process of restructuring itself and has neither fully addressed 
the issue of risk assessment nor designed a Trust-wide policy. The professionals 
within the Services for People with Learning Disabilities have met to consider the 
various options described above. In addition to this, I have presented the policy used 
in my previous post but have suggested a simplified format which covers the essential 
areas of risk assessment. The need for risk assessment must be clearly justified in 
order to convince people that the approach is important. The most important aspects 
of risk assessment are:
• to recognize the need to conduct assessment of risk in a structured way
• to set guidelines regarding when it is advisable to carry out risk assessment
• to gather relevant information and historical data
• to have multidisciplinary (and across agency, when necessary) meetings which 
carry out the risk-assessment procedure
• to record the decision-making process
• to implement, monitor, evaluate, and review risk-management strategies
I am now working with a small task group to produce a structured format 
encompassing the above features which is simple to use and does not involve 
excessive paperwork. Secretarial support is extremely limited, so people need to be 
able to cope with the paperwork themselves. The small task group has also considered
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the necessary training implications and how to provide for these. The risk-assessment 
procedure may be accepted by the learning disabilities management, but it is unclear if 
staff will be required to use it as part of their employment contract or if they will be 
left to choose or adapt the procedure as required.
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HOW TO USE THE RISK-ASSESSMENT POLICY. Appendix la
PROBLEM RECOGNIZED (POSSIBLY AT IPP MEETING).
I
IS A RISK-ASSESSMENT DECISION 
NECESSARY?
NO
YES
MONITOR SITUATION.
REVIEW AND IMPLEMENT 
POLICY WHEN NECESSARY.
REFER TO RISK-ASSESSMENT PLAN
 THEN I--------
•€OMP£ETE~HISTORY.
THEN i
COMPLETE RISK-ASSESSMENT PROCEDURE 
(WITH MULTIDISCIPLINARY TEAM).
THEN i
COMPLETE AND DISTRIBUTE MINUTES.
THEN i
IS RISK JUSTIFIED?
THEN I
EVALUATE RISK-ASSESSMENT DECISION 
(APPENDIX 5).
CONSIDER WAYS TO MANAGE
RISK.
I
EXERCISE RISK JUDGEMENT YES CAN RISK NOW BE MANAGED?
(I.E. IMPLEMENT RISK DECISION). < -
4- NO
DO NOT TAKE RISK.
I
IS RISK STILL PRESENT?
YES I
NO
->
RISK PLAN NO LONGER NECESSARY.
IS RISK PLAN STILL WORKING? 
YES I
CONTINUE AND SET DATE TO RE-EVALUATE.
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Appendix lb
RISK ASSESSMENT
LIST OF POSSIBLE OUTCOMES.
RISK: Walking into Poole (alone)
OUTCOMES.
Death/Murder
Sexually transmitted diseases 
Rape
Killed by car 
Physical assault 
Injured by traffic 
Exploitation - physical
sexual
Pregnancy
Theft
Getting lost
Opportunity for physical exercise
Reduced stress levels 
Developing fulfilling relationships
Reduction in challenging behaviours 
Freedom to explore 
Participation in the community 
Increased self-esteem 
Increased confidence 
Increased independence 
Exercising choice 
Experiencing dignity and respect.
N.B. Outcome and likelihood will depend upon the risk under discussion.
The list could be indefinite. Brainstorm possible outcomes with the 
risk team.
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Appendix lc
RISK ASSESSMENT
Determining the VALUE of the Outcomes.
The Risk: Walking (alone) to Poole during the day.
Guidelines only (use to come to agreement within the 
multidisciplinary team meeting).
Worst possible 
outcome
Neutral
outcome
Best possible 
outcome
-10
e.g. Death Getting
lost
Stealing
+ 10
Physical Experiencing e.g. Experience
exercise choice/ of dignity /
independence respect
Assessment of LIKELIHOOD of each outcome:
How likely is each of the outcomes?
i— h— |------- H— |------- [— i- .... -i— ...j-------1—
f )  0.1 0.2 0.3 0.4 0.5 0.6 0.7 0.8 0.9
e.g. The chance of getting murdered during a daytime walk to Poole is very 
low. The team may agree that the likelihood is 0.1 or less.
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Appendix 2
RISK ASSESSMENT
________REPORT WRITING________
Headings
Name: DOB:
Address:
Date of Report:
♦ Reason for Assessment (short, clear statement)
♦ Background Information
♦ History of Risk (or summary of information from case notes)
(Include tables/graphs for clarity when possible)
♦ Assessment of Risk Meeting
1. Discussion of risk and risk period
2. Risk Assessment (brainstorm outcomes, etc.)
3. Risk Decision
♦ Risk-Management Strategies
♦ Conclusions
♦ Recommendations
Signature:.......................................................................................
Copies to:
Include : Appendix 3 (History Sheet).
Appendix 4 (Risk Assessment).
Appendix 5 (Minutes).
Evaluation and Monitoring (Appendices 6 and 7) forms are completed at the end of 
the risk period, thus supplementary reports will be necessary.
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Appendix 3
RISK ASSESSMENT
RESIDENT’S N A M E :
HISTORY
(Consider the history of the resident in respect of the risk decision under consideration).
Continue over page if necessary
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Appendix 3
RISK ASSESSMENT
HISTORY (continued)
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Appendix 4
RISK ASSESSMENT
RESIDENT’S NAME :
RISK-ASSESSMENT PROCEDURE
PROPOSED RISK D EC ISIO N :
RISK PERIOD:
POSSIBLE OUTCOMES +  / - VALUES LIKELIHOOD SUMMATION
TOTAL BENEFITS: + CRITICAL FACTORS: -
TOTAL HARMS: 
ACTION JUSTIFIED:
DECISION:
IMPLEMENTATION CONTROLS
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Appendix 5
RISK ASSESSMENT
RESIDENT’S NAME :
RISK ASSESSMENT MULTIDISCIPLINARY TEAM MEETING MINUTES.
PR ESEN T: APO LO G IES:
Continue over page if necessary
(N.B. The structure of the meeting should include the following elements: discussion of 
history of risk; risk assessment; risk decision; and risk management.
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Appendix 6
RISK ASSESSMENT
RESIDENT’S N A M E :__________________________________________
MONITORING RISK ASSESSMENT
RISK DECISION:
RISK PERIOD: ______________
MONITORING PROCEDURE :
Continue over page if necessary
Appendix 7
RISK ASSESSMENT
RESIDENT’S NAME :
EVALUATION
Risk Decision:
Risk Period:
Evaluation:
Continue over page if necessary
Section III
Academic Dossier 
Part 1
The Effects of Hospital Closure Upon the Staff. 
A Review of the Empirical Literature.
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Section III
Academic Dossier-Part 1 
THE EFFECTS OF HOSPITAL CLOSURE UPON THE STAFF. 
A REVIEW OF THE EMPIRICAL LITERATURE. 
Introduction
The move towards community care for people with learning disabilities has been 
associated with large scale hospital closure. The review will consider the meaning of 
work, the range of consequences associated with the actual or threatened job loss or 
redeployment, and interventions which have been developed in order to minimize the 
negative consequences of work loss or redeployment. The issue of staff reactions to 
work loss or change has received relatively more attention in industrial than health 
service related contexts, so theoretical models and empirical findings from this 
literature which are potentially relevant to understanding the effects of hospital 
closure will be considered. If the staff are adversely affected the people they care for 
are also likely to be adversely affected. Although the consequences can be both 
positive and negative, this review will focus upon the negative ones as these maybe 
adversely affecting hospital employees and residents.
There is evidence that people with learning disabilities experience an improvement in 
quality of life following hospital closure (Perring, 1992), but relatively little research 
has been conducted into the consequences for staff. The review will consider the 
meaning and role of work in general. Relevant theoretical models and research 
findings from related domains, such as industry, will be drawn on in order to 
demonstrate these consequences. However, this review will focus upon the effects of 
the announcement of closure, and therefore the threat of job loss or change through 
redeployment, on employees. The effects on hospital residents are not considered. 
(Here closure may mean the whole organizational structure or a part of it.)
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Historical Overview
The changes in residential service provision for people with learning disabilities, 
cared for within the NHS, have their roots in numerous scandals and in a series of 
studies concerning the plight of people with learning disabilities in long-stay hospitals 
(Department of Health and Social Security, 1969; Morris, 1969; Tizard, 1964). A 
government paper, Better Services for the Mentally Handicapped (Department of 
Health and Social Security, 1971), endorsed the policy to develop community-based 
services for people with learning disabilities. The Principles of Normalization 
(O'Brien & Tyne, 1981; Wolfensberger, 1972) provided workers with a philosophy on 
which to base their plans for quality services. Allen, Pahl & Quine (1990) noted the 
gradual changes in service provision which involved care delivered in the community 
and a continuing reduction in long-stay hospital provision. The review paper, 
Community Care: Agenda for Action, endorsed the trend of hospital closure and 
resettlement into the community (Griffiths, 1988). The central recommendation was 
that people should remain living in their own homes whenever possible. They should 
also have their social and health care needs met without the necessity of in-patient 
treatment or living permanently in hospital.
Authors recognized that the transition from hospital to community would have an 
impact upon the staff providing care for people with learning disabilities (Allen et al. 
1990). These include: A redefinition of jobs; a change in work setting (or 
redeployment); a possibility of redundancy; changes in staff morale and confidence; 
new skills and training requirements. This review will focus on one of the most 
dramatic changes in provision of care ever seen in this country and consider the 
specific impact of the announcement of hospital closure upon staff who work in them.
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The Meaning of Work
Fox (1976) noted that in order to understand the impact of job loss, we first had to 
understand the meaning of ‘work’. Marshall (1890, cited Kumar, 1979) defined work 
thus:
We may define labour as an exertion of mind or body undergone partly or wholly
with a view to some good other than the pleasure derived directly from work (p.5).
The meaning of work for the individual may vary from one extreme to another— from 
a central importance to the development of personality to a tiresome necessity for 
survival. Herzberg, Mausner & Snyderman (1959) interviewed engineers and 
accountants about their job attitudes. Using a posteriori content analysis approach to 
the data, Herzberg and his colleagues suggested that the wants of employees could be 
divided into two groups. Firstly, there is the need to develop in one’s occupation as a 
source of personal growth which included factors of achievement, recognition, 
responsibility, and advancement. Herzberg et al (1959) described these job factors as 
motivators. These motivators serve to create the job satisfaction and improvement in 
performance employers seek from their employees. The second group of wants is an 
essential basis to the first and is associated with pay, job security, supervision, and 
working conditions. The fulfilment of the needs of the second group, according to 
Herzberg et al (1959), did not motivate the individual to high levels of performance 
and job satisfaction. Herzberg et al (1959) described these as hygiene factors because 
they acted in a manner analogous to the principles of medical hygiene. These factors, 
like hygiene, act not as a cure but as prevention. Poor hygiene conditions in a job 
serve to bring about dissatisfaction and poor job performance. Improvements in these 
factors of hygiene will remove the blocks to positive job attitudes.
The meaning of work has undoubtedly changed over the centuries. For example, in 
5th century BC Athens, work meant slavery and leisure meant status (Anthony 1977). 
Freud (1930) suggested that work was a person’s strongest tie to reality. Habermas 
(1929) noted that the patterns of work not only affected a society but also shaped it,
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with the meaning of work transmitted to the next generation and so on. More recently, 
Warr (1983) considered that the nature of the work undertaken by a person may 
influence their psychological health.
Jahoda (1981) emphasized that the lack of a theory which binds the available 
knowledge on work, employment, and unemployment created an unease amongst 
researchers in the field. Jahoda (1981) cited two influential researchers, Haire (1959) 
and Vroom (1969) both of whom had previously observed the gap between empirical 
research and theoretical explanations. However, Jahoda (1981) strongly believed that 
a comprehensive theory was an impossibility and that this should be accepted as fact. 
Jahoda (1981) cited the example of a limited part of the extensive field, that of 
motivation to work. There was no agreement amongst theorists about why people do 
what they do. Jahoda (1981) highlighted some of these theories to support her 
argument. For example, behaviourists manipulated the reward system to demonstrate 
their theoretical assumption that motivation works from the outside in, whereas 
sociobiologists assumed that it worked from the inside out. Physiological 
psychologists focused upon concepts such as arousal, whereas psychoanalysts 
explained motivation to work, or its absence, in terms of psychodynamics. Jahoda 
(1981) did not hold that these theories were either good or bad. Her point was that 
they could not combine into one theory ‘because each inevitably contains an 
extratheoretical element: The choice of the basic question the theory is meant to 
illuminate’(p. 185).
The Role of Work
Industrial psychology literature has provided theories suggesting the importance of the 
role of work for well-being and the possible effects of job loss or threatened job loss. 
Jahoda (1979) first noted the effects of unemployment due to the closure of a factory 
in a small village in the 1930s. She later described the reaction to the job loss in three 
stages: Shock that the factory was closing; a short period of constructive use of time 
by the unemployed to find alternative work; a decline in self respect and a personal 
deterioration into despair and boredom. These stages bear some similarities to the
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initial grief reactions following a bereavement described by Worden (1983). However, 
Worden’s final task of mourning included a reinvestment of emotional energy into 
another relationship. He considered this final task essential for a successful resolution 
to the bereavement. Jahoda’s description does not include this final resolution task, 
which makes the effects of unemployment even more concerning.
Jahoda (1979) classified what she termed the latent and manifest functions that work 
can fulfil. She argued that the latent functions have largely been ignored. These latent 
functions include: A structure is imposed on the working day; work ensures regular 
contact with other people outside the nuclear family; employment links individuals to 
goals and purposes other than their own; work enforces activity compared to idleness; 
work defines aspects of identity and confers status.
The manifest consequences (e.g. money) are deliberately intended. Latent 
consequences are unintended by-products of a purposeful action. Jahoda (1979) 
maintains that these latent functions help explain why the role of work is 
psychologically supportive even when conditions at work are poor.
Industrial and Hospital Unemployment (and Threat of 
Unemployment or Redeployment).
The consequences of unemployment, threat of unemployment or redeployment
There is evidence that actual or threatened unemployment or redeployment is 
associated with adverse psychological and physiological consequences in industrial 
and health service contexts. Fryer & Warr (1984) reported cognitive difficulties in a 
sample of unemployed men. A sample of 954 unemployed men was selected from 41 
Unemployment Benefit Offices in the United Kingdom. They considered 10 items to 
gauge cognitive processes that might be impaired by unemployment (e.g. accuracy, 
speed, and comprehension). The results indicated greater cognitive difficulties in all 
cases with increasing time since job loss. These findings paralleled those found in 
men’s ‘affective well-being’ (Jackson & Warr, 1983, cited Fryer & Warr, 1984, p.68) 
in terms of anxiety, depression, and life satisfaction.
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The length of unemployment was found to be related to the amount of cognitive 
difficulties experienced. These difficulties were most pronounced in middle-aged 
unemployed men. Warr (1983) listed nine likely psychological effects of 
unemployment. These were as follows: Financial anxiety; loss of variety in things to 
do; loss of traction in that there is less structure in life; fewer goals to draw one along; 
reduced scope for decisions as there are fewer options; less skill development; more 
psychological threats (e.g. rejection at interviews, credit card applications, and social 
meetings); less interpersonal contact due to less money; loss of status.
The consequences of unemployment on the health of 129 workers who were made 
redundant when a factory manufacturing meat products closed were investigated by 
Beale & Nethercott (1985). They concluded that the threat of redundancy is a stress 
which is equal to, if not greater than, the actual event. They found significant 
increases in GP consultation rates in employees between the years when jobs were 
secure and the years when jobs were insecure or had been lost. Further analysis of the 
data revealed that the emotional upheavals of unemployment resulted in increased 
psychiatric and/or physical morbidity. Job loss led to a significant increase in the 
numbers of illnesses for which there were four or more consultations with the GP. 
These findings implied an increased work load and cost to the NHS which was 
directly attributable to a rising unemployment rate. The results suggested that 
unemployment is not merely a problem for the individuals and their families, it is also 
a national problem with social and economic consequences.
These findings are consistent with Jahoda’s assertion (1979) that work meets many 
needs and therefore the effect of job loss must be substantial. Psychosocial change is a 
normal feature of the human life span (e.g. child birth, marriage, and retirement, 
Parkes, 1971), though evidence suggests that life events involving bereavement or loss 
are most clearly associated with increased morbidity and mortality (Dewi-Rees & 
Lutkins, 1967, cited Beale & Nethercott, 1985). Harrison (1976, cited Beale & 
Nethercott, 1985) had staged the psychopathology of job loss chronologically (as with 
bereavement): Shock; optimism; pessimism; fatalism; adaptation. The research
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available on how to help people adjust to bereavement may well be critical in any 
approach to helping employees who are faced with the closure of their place of work.
The hospital research literature has also highlighted the adverse psychological affects 
following the announcement of hospital closure. Even when eventual closure does not 
result in unemployment, but redeployment, the psychological affects of facing the loss 
of a familiar way of working can be significant.
Massey (1991) carried out a study of 22 nurses to evaluate their reactions to the 
expected closure of their hospital and move into the community. In the absence of 
appropriate standardized assessments, Massey (1991) developed an assessment 
procedure involving sentence-completion tasks, and ratings of emotional response to 
each statement on a visual analogue scale, or feeling line. The reliability and validity 
of the results were, therefore, difficult to judge.
Massey (1991) grouped the words expressed during interviews and described what he 
termed ‘institutional loss’ (p.573) as being characterized by: Anticipatory grief; an 
acute stage of mourning in nurses who were placed away from the hospital; a refusal 
to accept the closure as ‘right’; a strong identification with the old hospital. The term 
institutional loss was used because the reaction he described was different from the 
uncomplicated grief which followed the death of a loved person. Whereas in 
bereavement there is a specific point when grief begins (unless preceded by illness) 
and when the loss is experienced, Massey (1991) noted that the nurses in his study 
described a period of anticipatory grief in response to hospital closure and threatened 
job loss or redeployment. There was then a long, drawn-out process of realization, 
moving from denial towards acceptance, when the nurses experienced anxiety, 
isolation, guilt, and restlessness. Unlike the death of a loved person, the physical 
existence of the hospital remained, and the nurses described feelings of emptiness 
which were upsetting. However, there were also similarities to uncomplicated grief 
following a death e.g. the nurses described searching behaviour, when they sought to 
recollect old memories. The description of identification phenomena is also similar to 
behaviour seen in bereaved people.
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The nurses in the community setting seemed to have coped with their grief by 
maintaining their old role of hospital nurse and delivered care in the traditional 
manner. Massey (1991) did not find evidence to suggest that the nurses had resolved 
their grief. Considering that the evidence was collected by interview, with participants 
asked to reflect upon feeling in the past (up to 12 months previously), it was not 
surprising that Massey (1991) did not find evidence of grief resolution. The process of 
grief resolution is widely believed to take up to two years or more (if ever). Even so, 
of the nurses who had worked in community care settings for two years, only one 
reported feelings of optimism, with feelings of personal anxiety prevailing.
Although Massey (1991) believed that the reactions he described in nurses, following 
the announcement of closure, were different enough to warrant a distinct term 
(institutional loss), as with Beale & Neathercott (1985), Massey’s (1991) description 
partly mirrors the stages of grief reaction (numbness, yearning, despair and resolution) 
suggested by Parkes (1970). However, there was little evidence of the final stage of 
grief reaction, that of resolution. Massey (1991), with a nursing background, 
intuitively suggested that nurses state of well-being was important for the successful 
rehabilitation of the residents into the community. However, he could find only 
limited evidence of adaptive responses from the nurses. He recommended that 
additional support and counselling should be made available during times of 
transition.
Archer & Rhodes (1987) applied the research work regarding the reactions following 
the experience of grief to the reactions following the loss of employment. They noted 
the considerable methodological differences between the two areas. Bereavement 
research had involved small-sample interview studies, whereas the research into 
unemployment had used large-scale studies. However, Archer & Rhodes (1987) 
considered the possible parallels between the tasks of grief (i.e. the intellectual and 
emotional acceptance of loss followed by the gaining of a new identity, Parkes & 
Weiss, 1983) and coming to terms with the loss of employment. Archer & Rhodes 
(1987) concluded that the grief model may provide an appropriate description for 
some people’s reactions to job loss.
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Pawlicki (1994) agreed with Massey (1991) that the response to the announcement of 
hospital closure (and the threat of unemployment or redeployment) depended on how 
long staff had worked at the hospital. Pawlicki (1994), described the US experience of 
hospital closure, a process known as ‘downsizing’. Staff reaction followed a 
predictable pattern and mirrored the reactions seen following a traumatic incident. 
Responses, according to Pawlicki (1994), are linked to the psychodynamic concept of 
transference. This arises when the qualities of a person or place evoke feelings that 
have their foundations in an earlier stage of the person's development. Thus, for staff 
who have worked in the institution for long periods, the people and buildings often 
come to represent a family. A false sense of security and the belief that everyone 
would be taken care of is created by this transference. As rumours begin, staff have a 
sense of no control over their fate and begin to misread signals about the closure or 
voluntary redundancies. People may become preoccupied about their work 
performance in an attempt to raise their profile. They become guarded about what they 
say and fear exposing their true thoughts and feelings.
As the process of downsizing continued, Pawlicki (1994) described staff as feeling let 
down and ‘abandoned’, even ‘abused’. As with any traumatized person, staff may 
‘numb out’ in order to survive, and the quality of care will be drastically affected. The 
negative feelings can unintentionally be passed on to the residents, who may in turn 
respond by demonstrating more challenging behaviours.
Pawlicki suggested that the post-downsizing period is characterized by feelings of 
disorientation due to the fact that ‘everything looks different’ (1994, p. 37). People 
are physically and emotionally exhausted, and sick leave increases. Some experience 
survivor guilt because they did not lose their job. Errors over medication are more 
likely to occur, and staff may be more prone to injury by residents.
Staff burnout and absenteeism during service transition from hospital to hostel (and 
therefore redeployment) has been researched. Harvey & Bums (1994) investigated 
staff working with a group of men with profound learning disabilities and additional 
challenging behaviour. The widely adopted Maslach Burnout Inventory (MBI,
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Maslach & Jackson, 1981a) was used to measure the effects of an intense 
reorganization in the staff working environment. Maslach (1982, cited Edwards & 
Mittenberger, 1991) described burnout as a pattern of emotional overload and 
exhaustion. This can lead to a sense of depersonalization, and ultimately workers 
leave their chosen field altogether. The inventory is a 22-item instrument designed to 
assess three aspects of the burnout syndrome: Emotional exhaustion;
depersonalization; personal accomplishment. The instrument has also been used by 
others, e.g. Edwards & Mittenberger (1991), Gupchup (1994), and Mark, Pierce & 
Molloy (1989). The research by Mark et al. (1989), and Gupchup (1994) provided 
empirical support for the reliability and validity of the inventory to measure burnout.
Using the MBI, significant increases in emotional exhaustion and depersonalization 
were found during the transition. Although the levels returned to baseline following 
the move, burnout remained above the mean, and the level of absenteeism mirrored 
the pattern of the MBI scores. Burnout levels peaked during the move itself. The 
survey demonstrated an association between burnout and absenteeism. If an 
organization is able to anticipate these factors in advance it may be able to act in 
advance to reduce the associated negative consequences.
Harvey & Bums (1994) noted the strong humanitarian and economic arguments for 
taking excessive stress out of the workplace. The cost of replacing staff who are 
absent due to sickness at times of high burnout is very high. Harvey & Bums (1994) 
suggested that this may provide an incentive for action to be taken to reduce chronic 
stress during service transition.
Intervention -- Managing Change in Order to Minimize the Consequences of 
Unemployment (and Threat of Unemployment or Redeployment).
The lack of a single theoretical model to explain the consequences of actual or 
threatened unemployment or redeployment has led to a corresponding diversity of 
interventions used to reduce the negative impact of job loss or change in different 
employment contexts. Some of these interventions are considered below and include:
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The management methods chosen at the time of job changes (in the industrial sector); 
the availability of regular and accurate information as well as open discussion about 
feelings (in hospital settings); a problem solving approach to reduce stress caused by 
change; the adoption of a positive coping style of personality (to reduce stress).
The authors Greenhalgh, McKersie & Gilkey (1986), described a positive process of 
redeployment and revitalisation at an IBM Corporation plant in Burlington, Vermont, 
US, in response to a fall in demand for a product (in this case, for memory chips). 
Many organizations tend to manage a fall in demand for their product by lay offs. 
Greenhalgh et al. (1986) noted the negative effects of receiving a pre-printed 
dismissal letter with minimal information, that can leave a person feeling shocked, 
confused, and unable to make sense of their new situation. Those people who 
remained in employment felt it was only a matter of time before the lay offs affected 
them directly.
The authors argued that the basic principle of the IBM Corporation, that of respect for 
the individual, led to an operating practice of full work-force employment. The 
Burlington Human Resource managers devised a contingency plan that ranked the 
work-force reduction methods from the least to the most drastic. The most painless 
method to reduce the work force was to cut back on overtime. If this was not enough 
to reduce the payroll costs, the plant could then phase out its temporary contract 
workers. If still further cuts were necessary, the plant could limit the number of co­
operative programmes, and summer internship students. The permanent work force 
would then be affected by, for example, not hiring replacements. The last set of 
methods available, if the reductions were not achieved, was to make job changes 
within the work force.
In summary, IBM achieved the necessary reduction in the work force without 
resorting to immediate lay offs which may have led to hardship and trauma. 
Communication and the culture of co-operation had been vital for success. First-line 
managers became key links between workers and managers. Managers had needed to 
convince workers that IBM had a genuine problem despite good sales and income
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figures. Education played a key role. Access to higher management through the 
‘open door’ had also been developed in many forms (Greenhalgh et al. 1986). The 
paper provided a positive account of how the impact of unemployment could be 
avoided through careful planning and proactive decision-making by management.
Nurses’ reactions to a decision to decentralize psychiatric care in Sweden were studied by 
Dencker (1989). She interviewed 293 nurses who had worked in a 490-bed hospital 
earmarked for closure. Staff were guaranteed redeployment, but decentralization meant 
that new problems had to be faced. The greatest problem identified in her questionnaire 
was the splitting up of the working teams and having to re-establish relationships with 
new colleagues. Other problems mentioned were the increased costs of travel and lack of 
information available. There were also positive aspects reported within the questionnaire. 
More than half of the staff felt that patients would be provided with better care. Increased 
interest in further education was also noted. Staff were particularly interested in working 
in new areas of psychiatric care. However, recruitment problems arose as qualified people 
moved elsewhere.
According to Dencker (1989) attention must also be paid to the fact that well qualified 
staff may leave quickly and that recruitment problems may occur early in the closure 
programme. She produced guidelines for ensuring a positive wind-down in the 
process of closure. These include: Providing the staff with regular and concrete 
information; planning not to split work teams whenever possible; seriously 
considering the distance to be travelled when reassigning staff.
A psychiatric unit scheduled for closure in Enfield was the setting for a paper by Duke 
(1989). He adopted a psychodynamic approach when asked to provide supervision to 
the community meeting held daily on the ward. He discovered that the staff would 
busy themselves at the prearranged supervision times or that they would include 
nonurgent medical business in the supervision session. Duke (1989) concluded that 
the anxieties within the staff were preverbal and that the adopted defence mechanism 
resulted in the fragmentation of the staff group. He suggested that the staff had 
become recipients of powerful projections from their patients. When Duke (1989) 
focused upon this difficulty in meetings with staff, staff members began to address
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their fundamental anxieties within the safe boundary of the supervision session. They 
were able to talk about their own frustration, and exploring such feelings facilitated a 
more complete understanding of the nature of the experience of hospital closure for 
the patients. Duke (1989) also believed the process enhanced a commonality of 
experience of patients and staff. Duke (1989) seemed to measure the success of the 
sessions with the staff by the dialogue within the sessions. This ‘material’, as Duke 
(1989) referred to it, suggested that staff had gained an insight into their feelings. 
However, he did not indicate any formal or quantitative methods for evaluation.
A similar strategy emphasizing open discussion was developed by Pawlicki (1994). 
She suggested ways in which nurse managers could temper the negative effects of 
closure announcements upon the staff. These include: Confronting people with the 
reality of the situation but offering increased levels of nurturing; increasing the 
number of breaks offered; increasing the number of informal contacts with staff; 
encouraging staff to express their feelings and to discuss the changes taking place. 
Pawlicki’s (1994) paper provided an interesting description of the processes witnessed 
during the steady reduction in the number of beds in a private psychiatric hospital. 
However, the paper was based upon Pawlicki’s own interpretation of events in her 
own place of work. Evaluative data was not presented in order to substantiate any of 
her observations (e.g. she did not supply figures for the number of errors in 
medication in the post-downsizing, as compared to the pre-downsizing, period). The 
conclusions in the paper would have been strengthened by a presentation of rigorous 
data gathered before and after the changes at the hospital.
Cox & Leiter (1994) noted that if change were poorly managed, there was a greater 
risk of stress at work and therefore burnout. They described burnout and its sources, 
and quoted the Maslach Burnout Inventory (MBI, Maslach & Jackson, 1981a) as a 
method of measurement. These aspects were stated as fact but were not supported 
with empirical evidence. Cox & Leiter (1994) suggested a three-step intervention plan 
for managers trying to control burnout. These steps were analyse (audit), adjust 
(balance demands with resources available), and assess (evaluate). However, it is not
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clear upon what evidence Cox & Leiter (1994) based this plan. Indeed, the plan seems 
like a basic problem solving strategy applicable in almost any situation.
Cole, Ezelle, Lloyd & Moore, (1994) focused specifically on staff in hospitals for 
people with learning disabilities and identified the stress placed on the staff during the 
transition to community-based accommodation (redeployment). Although the closure 
was recognized as a positive development by Cole et al (1994) they also noted the 
lack of acknowledgement for staff needs in hospitals earmarked for closure. The 
consequences of closure, according to Cole et al (1994), had placed new demands 
upon staff (e.g. the drive to adapt working practices and improve quality of service, 
the need to cope with change without affecting the services delivered to the people 
with learning disabilities, and the need to prepare people for their futures in the 
community).
In order to address these consequences and reduce stress levels, Cole et al (1994) 
suggested the following: Give staff information accurately and promptly; make staff 
feel valued and supported; empower staff and involve them in the closure process; 
provide training to develop new skills to cope with the changing demands. These 
suggestions were important as stressed staff are unlikely to be able to respond 
creatively and consistently to people with learning disabilities. Cole et al (1994) 
stressed that closure was not a simple or inexpensive undertaking. They suggested that 
viewing the change as an investment in both clients and staff could place such 
arguments in perspective.
The personality variable of coping style may influence a person’s ability to deal with 
stress following a proposed change in job according to Roger & Nash (1995). Two 
coping styles have been distinguished, ‘maladaptive’ and ‘adaptive’. Maladaptive 
coping styles, such as avoidance (i.e. when the individual acts as if nothing has 
happened) and emotional reactions (i.e. when reason becomes clouded by emotion), 
do not allow an individual to adjust to change and as a result they become stressed. 
Adaptive coping styles, such as rational coping (i.e. looking for a reasonable way of 
responding) and detachment (the ability to look at yourself as independent of the
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event), suggest the opposite, where the individual adjusts to a new environment and 
gains experience from it. Roger & Nash (1995) suggested that adaptive coping, if 
mastered would guarantee ‘a sense of liberation from the baggage of negativity’ 
(p.43). Although the adoption of adaptive coping strategies sounds inviting, Roger & 
Nash (1995) do not offer empirical research to support such claims. In order to 
achieve an adaptive coping style, they suggest that the individual must first make a 
choice and then practice both detached and rational coping strategies. However, the 
authors do not propose any methods to help facilitate the development of an adaptive 
coping style. The theory is an interesting contrast to that of bereavement, where the 
experience of emotion is seen as an important part of the process of adjustment.
The increasing number of papers concerned with the effects of job loss (or the threat 
of loss or redeployment) upon people is positive, although, with a few noticeable 
exceptions (Fryer & Warr, 1984; Harvey & Bums, 1994), the research techniques used 
were untested and had small sample sizes (Massey, 1991). Researchers have drawn on 
a number of well-established areas of study, such as the effects of trauma and 
bereavement reactions to develop recommendations designed to minimize the 
negative effects of job loss or change.
Conclusions
The evidence reviewed suggests that actual or threatened unemployment or 
redeployment, whether in industrial settings or hospital (through closure and 
redeployment of staff), can result in problems for those involved. These include: 
Cognitive difficulties; increased psychiatric and/or physical morbidity; bereavement 
and traumatized reactions; staff bumout and absenteeism.
A number of theoretical explanations have been proposed to account for the observed 
effects of work loss or change. One recurring theme in these explanations is loss. A 
grief model is used to describe at least some people’s reaction to job loss. Theories 
linking responses to the psychodynamic concept of transference and preverbal 
anxieties leading to the adoption of defence mechanisms have also been considered.
122
However, these theoretical approaches and research findings have not resulted in the 
development of one comprehensive theory regarding the effects of actual or threatened 
unemployment or redeployment.
On the basis of available evidence, useful strategies to minimize the negative impact 
of actual or threatened unemployment or redeployment include: The use of 
management-of-change techniques to minimize the impact of lay offs; provide 
workers with regular and concrete information; maintain teams of workers whenever 
possible; consideration of the distances to be travelled if a worker is to be redeployed; 
the encouragement of open discussions through regular facilitated support sessions; 
confronting people with the reality of the situation but offering increased levels of 
nurturing; increasing the number of informal contacts managers have with workers; 
problem solving methods of analyse, adjust and evaluate; provision of training to 
develop the new skills to cope with the changing demands; involvement of workers in 
the process of change; facilitation of staff to actively make the choice to adopt 
adaptive coping styles (e.g. remaining detached and rational), which are mastered 
through practice.
In the case of healthcare staff such strategies will also help to minimize the negative 
impact of change upon the clients. As Harvey & Bums (1994) noted, there is a strong 
humanitarian and economic argument to continue to research this area and evaluate 
the strategies proposed to minimize the impact of unemployment, threat of 
unemployment or redeployment.
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Academic Dossier-Part 2 
BEREAVEMENT AND PEOPLE WITH 
LEARNING DISABILITIES. 
CONSIDERATION OF THE PROCESSES INVOLVED 
AND SUPPORT AVAILABLE.
This review will focus on the experience of grief in people with and without learning 
disabilities. Grief theory will be considered and its essential features will be described. 
Before a full comprehension of the impact of bereavement and the behaviour 
associated with it is possible, it is important to consider the meaning of attachment. 
The review will then consider the tasks of grieving before the discussion turns to the 
nature of grief which can be described as normal (uncomplicated) or abnormal 
(complicated). The grief reactions experienced by people following a loss are 
considered to be part of a normal process.
Attention will then focus upon people with learning disabilities. Cochrane (1995), a 
clinical psychologist, noted that there had been, over the last 30 or 40 years, an 
increased interest in the processes of bereavement and the complex human reactions 
to it. Authors such as Kubler-Ross (1969), Parkes (1972) and Worden (1983) were 
influential in lifting the taboo of death and in increasing awareness of the processes 
involved. Breaking the taboo of death when applied to people with learning 
disabilities has taken longer, but the writings of, for example, Kloeppel & Hollins 
(1989) and Oswin (1991a) have begun to change attitudes and policies towards this 
group of people. However, the taboo has left a legacy which is still evident in the 
reluctance of people to acknowledge the effects of bereavement and how to address it 
with people with learning disabilities. The researchers investigating grief experiences
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in people with learning disabilities have concluded that this experience has been 
largely negative. Cochrane (1995) agreed with Crick (1988) that a full establishment 
of the rights to grieve has yet to become widespread. Cochrane (1995) believed that in 
order for this to happen, two factors were important. Firstly, an increased 
understanding of the general grieving process and secondly, a greater 
acknowledgment of the emotional needs of people with learning disabilities. She 
believed that clinicians had a major role in making recommendations for a new model 
of bereavement care.
Although there is little empirical research on what is helpful in working through/ 
adjusting to their reactions, there is evidence to suggest that people with learning 
disabilities do experience normal grief reactions. However, rather than grief in people 
with learning disabilities being recognized and managed as a normal process, it is 
suggested that a lack of understanding and insensitive organization of care might 
make the impact of grief worse and place the person with learning disabilities at 
greater risk of developing abnormal grief reactions. There is a danger of 
pathologizing, in people with learning disabilities, what is essentially a normal 
process, a situation which is in direct opposition to the Principles of Normalization 
(O’Brien & Tyne, 1981).
Recommendations are described to aid the process of grief and when it has taken an 
abnormal course, for example, James (1995) and Oswin (1991b). There is little 
empirical evidence, however, to support the beneficial effects of these 
recommendations. It will be argued that it is reasonable to think that the processes 
which help people without learning disabilities will also help those with learning 
disabilities. It also seems reasonable to propose that the factors which serve to 
complicate the normal processes in people without learning disabilities will also 
complicate the normal processes in people with learning disabilities. It has been 
suggested that misplaced protection, associated with treating people with learning 
disabilities as childlike, might have deprived people with learning disabilities of the 
opportunity to engage in normal grieving processes. Examples of misplaced protection 
include, not attending funerals and avoiding discussion about the deceased for fear of
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upsetting the bereaved person. This might have served to place the person at an 
increased risk of developing complicated grief reactions and pathologizing an 
essentially normal experience. There is now greater recognition that all people, with 
and without learning disabilities (including children), need to understand and be 
allowed to express their own grief in an individualistic way.
Grief Theory
In a wide-ranging review, Archer & Rhodes (1987) considered the development of 
theories about the grief processes as well as their possible origins. They considered 
that grief theory originated from Freud (1917) and refers to a consensus in the 
literature on bereavement regarding its essential features. This was summarized in its 
modem form by Archer & Rhodes (1987) as follows: ‘First, grief is an active process; 
secondly, it changes over time, and these changes have been described as a series of 
stages; thirdly, grief entails a number of components, some of which are episodic (e.g. 
preoccupation with the deceased, the urge to search, outbursts of anger) while others 
constitute a pattern of background stress responses (e.g. anxiety, high autonomic 
arousal)’ (p. 212). However, Archer & Rhodes (1987) also noted that the theory 
provided a description rather than an explanation of the underlying processes.
Attachment Theory
Worden (1983) noted Bowlby’s (1977) important contribution to understanding about 
the impact of loss and the behaviour associated with it in his writings about 
attachment. Attachment theory provided a way to conceptualize the tendency for 
human beings to form strong relationships with one another and a way to understand 
the emotional reactions witnessed when such relationships are threatened or broken. 
Bowlby considered that the attachments come from the need for security and safety, 
that they develop in early life, that they are directed towards a few specific people, and 
that they are enduring. When a young child cannot find the figure with whom they 
have formed an attachment, the response is one of intense anxiety and strong 
emotional protest. Grief-like behaviour has also been described in animals (Darwin,
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1872; Lorenz, 1963, cited Worden, 1983) when situations threatened affectional 
bonds. These observations led Bowlby (1977, cited Worden, 1983) to conclude that 
there were good biological reasons to respond to separation in an automatic, 
instinctive way by demonstrating aggressive behaviour.
The Tasks of Grief
Parkes & Weiss (1983, cited Archer & Rhodes, 1987) further developed 
understanding by describing grief as involving several tasks. These were as follows: 
Firstly, the recognition and understanding that loss has occurred; secondly, an 
acceptance that the loss has occurred; thirdly, the construction of a new identity. 
Bowlby (1980, cited Archer & Rhodes, 1987) followed Freud’s (1917) assertion that 
grief was an orderly process of change over time. He proposed four stages of grief in 
which distinct reactions are experienced. These included: Shock or numbness; anger 
and anxiety; disorganization and despair, characterized by feelings of depression; a 
readjustment stage involving a redefinition of oneself without the deceased.
Although Archer & Rhodes (1987) noted that these stages of grief had been widely 
accepted, there remains little empirical evidence of their existence. Bowlby (1960) 
developed his ideas from the reactions of children separated from their parents. In 
fact, Archer & Rhodes (1987) cited two detailed longitudinal studies by Parkes (1970; 
1972; Parkes & Weiss, 1983) in which bereaved adults were interviewed. The results 
suggested that the reactions of bereaved people did not conform to a progression 
through distinct stages. Parkes concluded that grief consisted of episodic components 
which peaked in intensity at different times. These peaks also changed over time, and 
reactions from previous components may overlap.
Normal and Abnormal Grief
Melges & DeMaso (1980) noted that the nature of grief can be either normal 
(uncomplicated) or abnormal (complicated). The grief reactions experienced by
people following a loss are considered to be part of a normal process. These reactions
or symptoms are described as similar to depression and may include the following: 
Sadness; anger; anxiety; loneliness; sleeplessness; loss of interest and social 
withdrawal; weight loss; crying; concentration difficulties, including confusion, 
preoccupation, hallucinations, searching. There are also physical sensations in the 
form of hollowness in stomach, tightness in the chest, lack of energy, and a dry 
mouth.
However, Melges & Bowlby (1969, cited Melges & DeMaso, 1980) identified 
unresolved grief reactions, where the bereaved person wishes to ‘redo and unite with 
the past, making the present and future seem hopeless’(p.51). These reactions are 
considered to be abnormal. Whether or not to treat the symptoms of grief remains 
controversial. Melges & DeMaso (1980) noted that Freud (1917) believed the normal 
processes of grief should not be interfered with. However, Parkes (1972) noted 50 
years later that rather than the adage ‘time alone heals’, a number of bereaved 
individuals were found to be highly vulnerable to mental and physical health problems 
(e.g. Greenblatt, 1978, cited Melges & DeMaso, 1980). These abnormal grief 
reactions have been reported in people with learning disabilities (Yapa & Clarke, 
1989) as well as in the general population (Worden, 1983).
Individuals who are suffering from abnormal or unresolved grief reactions can be 
described as displaying a number of signs and symptoms. These are obstacles to 
normal grieving and maintain the grief in an unresolved state. The obstacles include 
the following: an over-identification with the deceased where the dead person may be 
mimicked (Hilgard & Newman, 1959, cited Melges & DeMaso, 1980); misdirected 
anger and ambivalence towards the deceased (Melges & Harris, 1970, cited Melges & 
DeMaso, 1980); persistent yearning for the recovery of the lost person (Bowlby, 1973; 
Melges & DeMaso, 1980); the wish to cry or rage at the loss, coupled with an inability 
to do so (Bowlby, 1973, Melges & DeMaso, 1980); lack of a support group or 
alternative options (Greenblatt, 1978, cited Melges & DeMaso, 1980); a secondary 
gain or reinforcement from others to remain grief-stricken (Melges & DeMaso, 1980). 
However, these descriptors can also be found in a normal grief reaction. The time and 
intensity of the signs and symptoms, according to Melges & DeMaso (1980), help
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define the problem as unresolved grief reactions as opposed to the normal reactions 
common in people who have been bereaved. In abnormal grieving, the person has too 
little grieving soon after the loss or too much grieving too long after the loss, or both. 
This, Melges & DeMaso (1980) point out, is not a conclusive definition. The limits of 
what amounts to too much or too little, too soon or too late, have not been established. 
Problems also arise when individual differences and cultural variations are considered.
Grief-Resolution Therapy
Melges & DeMaso (1980) recommended grief-resolution therapy for people suffering 
from such an abnormal or unresolved grief reaction. This therapy aims first to identify 
the obstacles to grieving and then to help the person remove them by ‘revisiting 
scenes in imagination of the loss, and then has the client revisit and re-grieve the loss 
in present-time imagery with the obstacles removed. The intense work of grieving and 
giving up is supported by the concurrent building of new hopes and plans of 
action’(p.55).
There are three parts necessary in the grief-resolution therapy. First, the cognitive 
structuring for the decision to ‘re-grieve’(p.55) needed to occur. An empathic 
relationship is established before this is attempted. This is achieved by discussing 
positive memories about the deceased just before the loss (e.g. kind words spoken). 
The person is then asked to attempt to re-experience the reciprocal feelings 
experienced by the kind words and other exchanges with the deceased. It is hoped that 
re-experiencing the depth of the attachment revives the person’s lost sense of self and 
enables hope for the re-emergence of parts of their identity. This implies but does not 
make explicit a psychodynamic theory of grief.
Secondly, the therapy used guided imagery for reliving, revising, and revisiting scenes 
of the loss. This involved the person reviewing their experiences when the deceased 
died, including the events before and after death. The therapist and patient rearrange 
the scene in imagination so that the obstacles to grieving can be removed. The person 
is then encouraged to revisit the scene to express the feeling previously denied.
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Thirdly, the therapy involved future-oriented identity reconstruction. This involved 
encouraging the person to think ahead into the future in order to crystallize choices. 
The aim is to internalize the values of one’s becoming self. The use of these 
techniques may not be so successful for many people with learning disabilities who 
find abstract concepts difficult to grasp and who find the concepts of past, present, and 
future confusing. Other techniques, specifically suggested in the literature for people 
with learning disabilities, are considered later in this review. However, some people 
with mild learning disabilities may well benefit from the techniques recommended by 
Melges & DeMaso (1980).
Grief in People with Learning Disabilities
Normal Grief Reactions
A number of writers in this field make bold statements about people with learning 
disabilities and their grieving processes, for example, ‘adverse reactions can be 
manifested when the bereaved person has not been given due consideration and the 
opportunity to go through the process of grieving as fully as possible’ (Palazon, 1991, 
p. 19), and ‘it is important that people are told the truth about a death and that the 
correct words are used’ (Oswin, 1991b, p. 16). However, the author has found only 
three papers which actually describe case studies of grief experiences (Kloeppel & 
Hollins, 1989; Ray, 1978; Yapa & Clarke, 1989). Their evidence (observations of 
individuals and their reactions following bereavement) suggested that people with 
learning disabilities do experience grief following bereavement in the same way as the 
general population and that significant problems result from complicated grief 
reactions. Even so, Palazon’s (1991) statement, ‘a person who has a learning difficulty 
is an individual and will grieve as an individual and therefore we should not expect 
him/her to react differently because of having a learning difficulty’ (p. 19), does not 
give an impression of sound theory supported by empirical evidence, but of an 
ideology. In the absence of evidence to the contrary, it is not unreasonable to assume 
that bereavement reactions are similar in people with and without learning disabilities. 
If a person is capable of forming attachments, as Bowlby (1977, cited Worden, 1983)
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accounts, s/he is also capable of feeling distressed at the loss of those attachment 
figures. It may be that such forceful statements are necessary in order to engage an 
audience which has been so unwilling to listen in the past.
Emerson (1977, cited James, 1995) claimed that as much as 50 per cent of the 
emotional and management difficulties of people with learning disabilities may be 
directly or indirectly associated with a death or loss. However, James (1995) did not 
indicate upon what this estimate was based. Oswin (1991b) has been influential in 
highlighting that people with learning disabilities have needs and experience emotions 
when bereaved. She maintained that ignorance of this has led to bereavement 
reactions being misunderstood. According to Oswin (1991b), the impact of the loss is 
made worse by the insensitive organization of care. Bereaved people may suffer the 
loss of their home as well as a loved one when a residential placement is necessary at 
the time of death.
Oswin also recognized that a lack of understanding about the nature of the grieving 
process could lead to people suffering from grief being described by the staff as ‘a 
typically dull mentally handicapped person’ (Oswin, 1991b, p. 14), when the 
symptoms of grief may be misattributed to the nature of learning disabilities. This is 
even more likely to happen if the person with learning disabilities has moved into new 
accommodation following a bereavement. A person’s grief reaction may not even be 
considered as a possibility because staff often believe that such individuals ‘do not 
have the same emotions as the rest of us’ (Oswin, 1991b, p.14).
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Empirical Evidence of Grief Reactions in People with Learning 
Disabilities
Oswin (1991b) described case histories to demonstrate to the reader that people with 
learning disabilities do, indeed, experience the same kind of grief reactions seen in the 
wider population and that these reactions can be ‘normal’. For example, Oswin 
(1991b) recounted a case study of one man who, on the death of his father, was 
observed crying, being restless, and looking at his father’s clothes. As months passed, 
the same man gradually came to accept his father’s death and began to remember 
happier times the family had enjoyed. A normal grief reaction, following Bowlby’s 
(1980, cited Archer & Rhodes, 1987) stages of grief, was apparent in this man with 
learning disabilities.
Ray (1978) and Kloeppel & Hollins (1989) have also provided cases studies 
demonstrating normal grief reactions in people with learning disabilities. Ray (1978) 
noted that children with learning disabilities had been considered as unable to grieve 
due to their lack of understanding about death. However, typical grief reactions were 
seen in the children in his case study (e.g. searching for the dead father and becoming 
angry and withdrawn). Ray (1978) considered that lack of comprehension added to the 
distress of children with learning disabilities. He acknowledged that he had not 
demonstrated that children with learning disabilities had a concept of finality; 
however, the reactions he described suggested that the experience of death had 
‘registered at an emotional depth that one might have hesitated to attribute to such 
children’(Ray, 1978, p.334).
Kloeppel & Hollins (1989) cited four case studies as clear examples of grief reactions 
in people with moderate and severe learning disabilities. The reactions included: 
Mimicking the physical symptoms which led to the person’s death; high anxiety levels 
and continuous crying; refusal to eat; self-injurious behaviour. After taking a detailed 
history, the clinicians found that, for each example, a loss or multiple losses had been 
experienced by the person with learning disabilities. They also discovered that 
essential information, found to facilitate the acceptance of death, was not adequately
138
understood. For example, one individual did not have an adequate understanding of 
the ageing process (i.e. as the years pass, people get older, they begin to lose abilities, 
and they eventually die) or the normal life cycle (i.e. birth, marriage, and death). 
Another individual contused facts and misinterpreted the onset of menstruation as the 
same ‘illness’ which had caused the death of her older sister. The diagnosis of morbid 
grief with depression proved correct in another case study when the individual 
responded to antidepressant medication. The individual had not been educated about 
the normal life cycle, including death, but had demonstrated the grief reaction 
nevertheless after the death of his father.
It would seem, from the case histories presented, that people with learning disabilities 
do experience grief reactions in ways similar to the general population. Evidence 
provided by McLoughlin (1986) found that the responses to bereavement and the 
processes involved in accepting loss are the same as in the general population. These 
reactions have also been described by Worden (1983).
Abnormal Grieving in People with Learning Disabilities
It is clear that having learning disabilities does not necessarily protect the individual 
from the impact of bereavement. Indeed, having learning disabilities may leave a 
person more susceptible to developing an abnormal grief reaction due to other 
people’s lack of insight about the emotions being experienced (Oswin, 1991b), lack of 
support at the time of bereavement (Cochrane, 1995), and the multiple losses which 
tend to occur when a person with learning disabilities is bereaved (e.g. being moved 
from their home and their friendship/employment networks at a single stroke). Rather 
than pathologizing grief in people with learning disabilities, it might be more 
constructive to manage the normal grief processes as part of the normalization process 
which will require sensible management by the support worker rather than avoidance 
of the issue.
It is important to remember that people with learning disabilities have vast differences 
in abilities, experience, and background. Conboy-Hill (1991) addressed the specific
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issues involved in counselling people with learning disabilities. For example, level of 
cognitive abilities, emotional vocabulary, and attention span are additional variables 
which need to be assessed by, for example, an intelligence quotient. This then can be 
used to plan the nature of the intervention. It will be essential to have a good 
understanding of the bereavement literature concerning children and adults. As Oswin 
(1992, cited James, 1995) pointed out, the important question is not ‘is this (grief 
reaction) normal’ but ‘what might be expected for this sort of person with this type of 
loss’? (p.74).
There is some evidence that such unresolved grief can lead to dysfunctional 
behaviour. Based at Monyhull Hospital in Birmingham, Yapa & Clarke (1989) 
reported an example of a man with moderate learning disabilities with a diagnosis of 
schizophreniform psychosis associated with a delayed grief reaction. Following a 
course of antipsychotic and antidepressant medication, the psychotic symptoms 
remitted. He was able to take part in grief counselling, expressing his feelings about 
the death of his mother and other significant losses in his life, although further 
improvements were not noted. Although the authors conceded that it was not possible 
to categorically link the onset of the disorder with the preceding life events, the 
temporal association between the events was striking. They noted that, even if the life 
events served as psychological stressors which precipitated the psychosis, the case 
demonstrated the vulnerability of some people with learning disabilities to specific life 
events. They recommended that such vulnerability be recognized and that action be 
taken to minimize the effects of these events as far as possible.
Recommendations to Support the Normal Grief Process
Oswin (1991b) recommended the following to help people with learning disabilities 
come to terms with bereavement: Educate staff regarding the meaning of loss through 
death; establish links to groups with a special expertise in bereavement; tell the truth 
about a death using the correct words (death, dead, dying) whilst avoiding confusing 
phrases such as ‘she has gone to a better place’; involve the person with learning 
disabilities in the funeral arrangements, ensuring they keep mementos and
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photographs; maintain friendship networks whenever possible; tell the person what 
has happened to the belongings of their relatives. Oswin (1991b) described these 
recommendations as commonsense. However, she did not clearly establish the basis 
upon which she developed her recommendations to help people with learning 
disabilities grieve. The recommendations appear to have been developed through 
conversations with people. She did not discuss the situation where relatives were 
religious, and would believe and convey less-than-concrete messages, such as ‘the 
deceased is with God’. She had assumed that because people with learning disabilities 
demonstrated similar grief reactions, they benefited from the same rituals (e.g. 
attending the funeral of a loved one) as the rest of the population. She has left this to 
other researchers to demonstrate empirically.
Individual Work
James (1995) provided practical advice for clinicians to help people with learning 
disabilities come to terms with a recent loss of a loved one. The suggested framework 
employed was based upon the work of Donnelly (1990), who produced 10 basic 
principles in bereavement counselling for the general population. James (1995) chose 
to use Donnelly’s (1990) framework because a) ‘it provided a useful vehicle to 
illustrate important features’ and b) ‘it further demonstrated that the process of 
bereavement is similar for both learning-disabled people and the general population’ 
(pp.74-75). Supporting evidence regarding the usefulness of the practical advice is 
available from a range of literature, for example, Goodall, Drage & Bell (1994) and 
Hollins & Sireling (1991).
The first step discussed by James (1995) is breaking the news of the death. This needs 
to be done as soon as possible after the death. As Oswin (1992, cited James, 1995) 
suggested, James (1995) recommended the use of clear and concise language to avoid 
confusion. There are key points to convey to the bereaved person at this time. They 
include the fact that the dead person did not have a choice about dying, that their death 
was not in any way the fault of the person with learning disabilities, and that the dead 
person would not be coming back.
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It is generally noted that, as with breaking the sad news of death to anyone, enough 
time must be allowed to be spent with the bereaved person (up to two hours). They 
may need to have several explanations about the death before they can start to 
understand what has happened. Ideally, the person explaining about the death should 
be familiar to the person. Oswin (1992, cited James, 1995) interviewed people with 
learning disabilities about what they would want if they were bereaved. The general 
agreement was kindness from other people.
James (1995) suggested that, in order to help the person begin to accept the loss, the 
bereaved person be encouraged to talk about the experience. This suggestion has 
similarities to the grief-resolution therapy described by Melges & DeMaso (1980) and 
is supported by the evidence gained from the Post-traumatic stress disorder (PTSD) 
literature. Psychological debriefing is a technique recommended following 
involvement in a traumatic event, where people are encouraged to discuss their 
experiences as soon as possible following the event. Dyregrov (1989) suggested that 
people who took part in psychological debriefing were less likely to develop PTSD as 
compared with those who had not.
The same rituals that the general population followed at the time of bereavement are 
suggested by Hollins, Sireling & Webb (1992), James (1995) and Oswin (1991a). 
These include: Viewing the body, if desired; attending the funeral; placing flowers on 
the grave; taking part in the wake. These rituals helped people to accept the reality of 
the loss and allowed for the process of grief to begin.
The general literature on loss and change has found evidence which suggested that 
multiple losses are more difficult to accept (Oswin, 1992, cited James, 1995). A 
bereavement in the case of people with learning disabilities may be followed by the 
additional losses of home and friends if the person has to move into residential 
accommodation following the death of a parent. These additional losses are believed 
to increase the possibility of abnormal grief reactions if support is not provided. 
Kennedy (1989) considered mementos and photographs to be important elements of 
the bereavement process, especially if secondary losses such as a home occurred.
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Normalization of the reaction was also necessary, according to James (1995). As with 
the general population, people with learning disabilities were reassured when told that 
their feelings were normal in the circumstances in which they found themselves.
The responses to bereavement needed expression in order to complete the grieving 
process (Worden, 1983). James (1995) suggested that this can be achieved by assisting 
the bereaved to put their feelings into words. Other methods are also available to the 
therapist. For example, role play (Hollins et al. 1992) and reenactment in 
Dramatherapy (Chesner, 1995). Reminiscing about good and bad times also aids the 
healing process (James, 1995). Donaldson (1994) suggested a number of practical 
techniques to support individuals with more severe learning disabilities. These 
techniques were designed to make the loss concrete, but ensure that continuity was 
preserved whenever possible. For example, the use of family expressions by new 
carers, the use of the perfume or after shave of the deceased, the flowers used by the 
family, and the use of familiar foods.
James (1995) emphasized the necessity of providing continuing support to the 
bereaved individual. The process of readjustment when emotion can be reinvested in 
new relationships (Worden, 1983) may be a long one. Two years is often quoted 
(James, 1995); however, anniversaries and birthdays may revive the feelings of grief. 
A number of practical techniques to help this process have been suggested. Worden 
(1983) recommended the use of symbols like photographs, and Kennedy (1989) the 
use of a life book and formal diary.
Education
The need to provide education for people with learning disabilities has been 
recognized by a number of writers (e.g. Hollins & Sireling, 1991). In the United 
States, Yanok & Addis Beifus (1993) designed and tested a curriculum which they 
called Communicating About Loss and Mourning (CALM). They devised various 
outcome measures and conducted the curriculum with a sample of verbally expressive 
people with learning disabilities. They used a variety of visual prompts as well as
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language to explore the difference between the concepts of being alive and being 
dead. They also introduced the concept of ageing. A brief, eight-question oral 
examination, given following the course, demonstrated that the experimental group’s 
performance was numerically superior to the control group. Even so, the need for 
further education for the experimental group was still apparent. Yanok & Addis 
Beifus (1993) recommended the introduction of community-based instructional 
programmes which would teach a full understanding of the concept of death as well as 
the prevailing rituals concerning death in the society in which the person with learning 
disabilities lived. Although Cathcart (1996) noted there were no reports of a therapist 
using the client’s understanding of the components of the concept of death (Kane, 
1979) in a clinical setting, she considered that such assessment could provide useful 
information when planning intervention.
Family Therapy
Goldberg, Magrill, Hale, Damaskinidou, Paul & Tham (1995) described work with 
families where dysfunctional behaviour had become a problem. Goldberg et al (1995) 
highlighted two significant themes in family therapy work with people with learning 
disabilities and their families. These themes, the patterning of the life-'cycle transitions 
and the recurrence of grief, provided the basis upon which Goldberg and his 
colleagues helped families to recognize what was preventing them from moving on to 
the next stage in the family life-cycle. Families with a disabled member may have 
experienced the life-cycle transitions in a different sequence from that of previous 
generations. These transitional stages (e.g. marriage, the birth of a child, the start of 
school, the death of a parent, etc.), within the normal family life-cycle, enable the 
family to reorganize itself. With multiple losses (including the loss of ‘the perfect 
child’ and grief about the disability itself) and inevitable deaths within families with a 
disabled member, the disruption in sequencing prevented resolution of grief and may, 
according to Goldberg et al (1995), lead to dysfunctional behaviour.
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Group Work
If people with learning disabilities find it difficult to successfully complete the 
grieving process, then the responsibility to assist them falls to the carers who are a key 
influence in the person’s life. These carers will need support and education to fulfil 
their responsibility. Golding (1991), a clinical psychologist in training, described a 
workshop for people working with learning-disabled people who had been bereaved. 
Golding (1991) described the workshop as consumer-led because it was requested by 
a Social Services training committee whose needs were represented at the content- 
planning stage. The workshop included both academic (and, therefore, research-based) 
and practical sessions with theory and its application included in the programme. 
Some of the content of the workshop was generated via brainstorming (e.g. ‘why a 
person with learning difficulties may respond differently’), but the facilitators were 
particularly concerned to focus on the emotional state of the group. The subject of 
bereavement is highly emotionally charged, and the group was encouraged to express 
their feelings, thus Golding (1991) described the group as ‘client-centred’. Although 
the participants were asked to complete a questionnaire at the end of the workshop, it 
was not formally evaluated by defined ‘successful’ outcomes in advance. Feedback 
from participants was positive, but Golding (1991) was aware that organizational 
factors, such as adequate levels of staff support, were also necessary to bring about 
change.
French & Kuczaj (1992) conducted a two-day workshop on the theme of loss and 
change for people with learning disabilities and their keyworkers/supporters. They 
aimed to confront the myths regarding the emotional responses of people with 
learning disabilities and to explore the feelings encountered by the group following 
loss or bereavement. The course was designed for people who had experienced a loss 
or a major life change within the last year or more. Although the members of the 
group were not referred to the workshop because of the problems they were 
experiencing, this was a forum in which people could express their feelings around 
their recent loss. Post-evaluation by the participants was positive and convinced the 
facilitators that these people needed the opportunity to discuss feelings encountered
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through loss. However, French & Kuczaj (1992) also noted that the workshop used a 
considerable amount of the limited resources available to the therapists. Additional 
resources at the early stages of bereavement could avoid more serious problems later 
and ensure a better quality of life for all concerned. Research into the precise benefits 
of group over individual therapy would be necessary to provide evidence-based 
information about the most effective methods to help people who are bereaved.
Cathcart (1996) suggested the use of group support as a way of assisting people with 
learning disabilities through the grief process. Such a group would help the people to 
share their stories and coping strategies. This would help individuals realize that 
others had similar feelings to those they were experiencing.
Staff Support
Kloeppel & Hollins (1989) correctly highlighted the necessity for the therapist to work 
through their own pain and grief surrounding loss in order to effectively engage in 
grief therapy. There are also various training courses organized by health and social 
services, as well as voluntary agencies such as Cruse Bereavement Care, to help 
prepare staff working with the dying and bereaved. It is important that staff are aware 
of the needs of the people they work with. It is more compatible with the Principles of 
Normalization (O’Brien & Tyne, 1981), as the vast majority of grieving generally is 
carried out in the context of supportive relationships rather than in clinical contexts. 
This approach is less likely to pathologize what is essentially a normal process.
Resources
There are a number of useful resources for professionals working with learning- 
disabled people who are bereaved. Hollins et al. (1992) produced two books, When 
Mum Died and When Dad Died. The books have large print and clear pictures which 
provide a basis for discussion about possible feelings being experienced. The use of 
different colours in the pictures is considered by Hollins & Sireling (1991) to be 
important (e.g. blue is predominantly used in the picture illustrating pain at the loss of
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a parent). Hollins & Sireling (1991) also produced a resource pack, When Dad Died, 
which suggested tasks and topics for group discussion. Anticipatory grief was also 
considered as a helpful focus in bereavement work. Unfortunately, this resource pack 
is now out of print.
The Role of the Clinical Psychologist
Reviews of the bereavement in people with learning disabilities literature were 
published in 1995 by Cochrane (1995) & James (1995), both working in the field of 
clinical psychology. Cochrane (1995) maintained that psychologists need to take a 
lead role in the further development of support services. There are a number of levels 
at which the psychologist could be effective. First, bereavement workshops could help 
people (and their carers) prepare for the inevitable. People need to accept that grieving 
does occur if they are to help their clients come to terms with loss. Secondly, 
individual clients may need therapy with a psychologist if the process of grieving 
becomes abnormal. Thirdly, psychologists need to be effective at the managerial level 
of the organization in which they work because training and education programmes 
will have resource implications. Finally, psychologists have a role to produce 
evidence-based methods of intervention, backed by clinical effectiveness audit, in 
order to inform purchasers of services and to progress understanding of the 
bereavement processes experienced by people with learning disabilities.
The number of papers published by psychologists on bereavement and people with 
learning disabilities is encouraging (Cathcart, 1991, 1995, 1996; Cochrane, 1995; 
Donaldson, 1994: Golding, 1991; James, 1995). However, psychologists must also 
use their skills in statistical analysis and research design to achieve the following: A 
more accurate description of the processes of grief reactions; evidence regarding how 
these differ, if at all, from the general population; establish the most effective methods 
of educating people with learning disabilities about the concept of death, the ageing 
process, and life cycle; establish the most effective methods to train carers and staff on 
helping bereaved individuals; produce valid and reliable evidence which can be
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presented to management as an effective argument for developing new services in this 
area.
Conclusions
The review focused on the experience of grief in people with and without learning 
disabilities. In summary, the literature reveals an emerging consensus that people with 
learning disabilities do experience grief reactions in much the same way as the general 
population does (Kloeppel & Hollins, 1989; McLoughlin, 1986; Yapa & Clarke, 
1989). The grief reactions experienced by people following a loss are considered to be 
part of a normal process. Furthermore, researchers believe that people with learning 
disabilities are more at risk of the negative consequences of grief (leading to a 
complicated grief reaction) due to the following: The client group’s lack of 
comprehension about the concept of death (Ray, 1978); carers and support workers’ 
continued resistance to accept that people with learning disabilities experience grief 
reactions (Oswin, 1991b); the insensitive organization of care (Oswin, 1991b); the 
inadequacy of support given to people with learning disabilities (Cochrane, 1995). 
There is a strong argument to ensure that people working most closely with learning- 
disabled people, who are in effect equivalent to family and friend, should be aware of 
the nature of grief and understand how to help the person through the process. When 
reactions become problematic, it might then be appropriate for professionals to 
become involved, but not before.
Recommendations have been made to help people with learning disabilities 
comprehend loss and successfully work through the process of grief, thus avoiding the 
physical and mental problems associated with an abnormal grief reaction. However, 
Cathcart (1996) was correct when she stated that much of the pioneering research had 
weak methodology and used a limited number of variables (e.g. IQ and age). 
Bereavement outcome, whether normal or abnormal, in the general population is 
dependent on a whole host of factors, such as gender, social support, the nature of the 
relationship, the manner of death, as well as individual, cultural, and religious 
differences. These variables probably influence the outcome in people with learning
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disabilities, although there has been no research to explore this (Cathcart, 1996). 
Despite these limitations, the evidence so far available suggests that methods such as 
guided-mouming techniques (Hollins & Sireling, 1991), the use of clear and concise 
language (Oswin, 1992, cited James, 1995), Dramatherapy (Chesner, 1995), and group 
workshops (French & Kuczaj, 1992) can assist people with learning disabilities to 
experience a normal or uncomplicated grief reaction.
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ABSTRACT
This study was designed to investigate the concept of death in adults with a learning 
difficulty, working at the Xxxxx Hospital, in the Adult Training Centre. The results 
provide evidence for the existence of a sequential development of a comprehensive 
understanding of death. The sequence runs as follows: no comprehension; a notion of 
irreversibility (an understanding that once something is dead it cannot come back to 
life again); a notion which includes inevitability (death cannot be avoided, but will 
occur eventually; and finally a notion of universality (death occurs to every living 
organism).
The concept of death held by each subject was compared to other related variables 
including cognitive development, age, previous experience and mental age. Good 
evidence was found to link IQ level and the presence of a mature understanding of 
death. The present study found little evidence to link an understanding about death 
with an individual’s Piagetian development. Neither age nor previous experience of 
death were found to be factors relating to the understanding of death.
The set of questions devised for the study were found to elicit reliable answers over 
time and between judges.
The research data also provided additional information. It is tentatively suggested that 
the majority of the individuals who took part in the study were able to recognize alive 
and dead as distinct and mutually exclusive. Evidence was found to suggest that 
subjects in this study seem to be able to accept another person’s death more readily 
than their own. An exploratory question investigating the use of colour in drawings of 
death suggested that black is the dominant colour choice.
The implications of the results are discussed with emphasis placed upon the need to 
recognize that this client group does have an understanding of the concept of death, 
but that for some people this is incomplete. Additional support and assistance may
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well be necessary throughout life and at the time of bereavement to enable individuals 
to fully comprehend the concept of death.
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1.0 Introduction
The majority of research investigating the concept of death has been carried 
out with children without a learning difficulty and falls into two main 
categories. First, the study of the components which together make a so-called 
mature concept of death. Secondly, the investigation of a relationship between 
level of cognitive ability and level of death concept development. The research 
(for example Kane 1979) has followed a Piagetian framework, where the level 
of cognitive development is measured by, for example, the ability to complete 
conservation tasks (Koocher 1973). Research in the field of mental handicap 
has also used this framework to consider cognitive ability and concept of death 
in adults with a learning difficulty (Bihm et al 1982).
It is important to establish clearly (a) that people with a learning difficulty do 
have a concept of death, and (b) the individual’s present level of concept of 
death. Thus the most appropriate form of education can be provided to enable 
individuals to come to terms with the implications of death and the 
bereavement reactions that follow.
This research concentrates upon the concept of death. Before any intervention 
can be planned, the existence of a concept must be established and an accurate 
measure devised. The research is not concerned with what happens on contact 
with death, or with a preoccupation with death through an interpretation of 
death symbols (Grotjahn, 1951 cited Portz 1964). Nor does it deal with 
metapsychological questions of death instinct (Freud 1920, cited Portz 1964). 
Nor does it look at the meaning of death as a solution to one’s life problems 
(Bromberg and Schilder 1933, Deutch 1936).
Portz (1964) has stressed the importance of investigating death as it is 
important psychologically at all age levels. He believes it ranks second behind 
self concept in revealing one’s manner of handling aggression, one’s dominant
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mood in life, one’s level of security as to threat of loss and one’s comfort with 
the reality of life.
1.1 The Concept of Death
The concept of death has not been investigated widely in adults. Kaskerbaum 
and Costa (1977) note that this may be due to the assumption that a concept of 
death is established in early adolescence and remains unchanged throughout 
life. Due to this paucity of research very little is known about adults’ concept 
of death. Even less is known about adults with a learning difficulty and their 
understanding of death. Indeed there are just three papers relating to this 
population (Bihm et al 1982, McEvoy 1989 and Lipe Goodson,1983). McEvoy 
states a possible reason for this paucity of research. He quotes Hollins (1987) 
who has noted that both death and mental handicap are often conceived as 
taboo subjects.
As already noted in the introduction (Section 1.0), the vast majority of research 
into the concept of death has been conducted on children. The study of 
healthy children’s understanding of death began in the 1930s with the 
investigation by Anthony (1939, 1940) and Schilder and Weschler (1934). 
Marie Nagy’s (1948) influential paper demonstrated that younger children do 
not hold the same concept of death as older children or adults. This 
progression of understanding has been demonstrated in many research papers 
(Hoffman 1985) although the order of progression is disputed.
The research has focused upon components which make up a “mature” 
concept of death. The various studies have used a selection from a number of 
these components, for example, irreversibility, nonfimctionality, inevitability 
and universality.
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Irreversibility refers to the understanding that once something is dead it cannot 
be made live again (Homblum 1978). Authors such as Childers and Wimmer 
(1971) and Koocher (1973) included this component in their study. Thus if 
children who may answer “yes” to “if someone is dead can they come back to 
life again,” clearly do not understand the irreversibility component. Speece and 
Brent (1984) have noted the importance of establishing the mutual exclusivity 
of the states of alive and dead. However, only Kalmbach (1978/79), Steimer 
(1965) and Hoffman (1985), (cited Speece & Brent 1984), have attempted to 
address this problem.
Nonfimctionality refers to the understanding that all life functions cease at 
death. Kane (1979) used this notion, rephrased as dysfunctionality and it was 
also used by Nagy (1948) and rephrased as cessation.
Inevitability refers to the understanding that death can not be avoided, but will 
occur eventually. Questions such as “when will you die” (Koocher 1973), have 
been used to establish the presence or absence of this component of death. 
Hoffman (1985) described this component as the “necessity of death,” he 
wrote that necessity meant the inevitability of the biological act of death.
Universality refers to an understanding that death occurs sooner or later to 
every living organism (Childers and Wimmer 1971). If this component is not 
understood the subject answers “yes” to “can people live forever.”? This 
notion has also been used by Swain (1974/76) who phrased it as “a personal 
event.”
The components of death outlined in the preceding paragraphs were designed 
to measure a particular stage in the development of a concept of death. 
However, Hoffman (1985) has noted that some research studies have used 
what he considers to be leading or misleading questions. For example, 
Koocher (1973) asked “How do you make dead things come back to life”?
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which implies that it could be possible to make things come back to life and so 
misleads the subjects. Unfortunately other studies have also used Koocher’s 
questions as well as other misleading questions (Stemlicht 1980), Weininger 
(1979), Bihm etal (1982).
As mentioned previously, only three papers have investigated the concept of 
death in people with a learning difficulty. Stemlicht (1980) investigated 
children with a learning difficulty and their concepts of death and based her 
study upon the model used by Koocher (1973). However, some of the 
questions used may have been misleading.
Although she used reliability criteria similar to that in Koocher’s study she 
failed to establish the validity of her questions. She concluded that there was a 
link between children’s cognitive ability and their concept of death. 
Preoperational children did not have a realistic concept of when they will die 
(that is the inevitability of death), or the permanence of death (that is the 
irreversibility of death). The types of replies made to these questions were 
found to be related to their cognitive level.
Bihm et al (1982) investigated the concept of death in adults with a learning 
difficulty. The study, which is discussed in detail in section 1.2 investigated 
age, concept and cognitive ability. The findings were similar to Stemlicht’s, in 
that the cognitive level of development seemed to be related to a more mature 
comprehension of death.
Most recently McEvoy (1989) investigated this subject with a group of mildly 
handicapped adults (age range 20 to 50). This pilot study adopted the 
cognitive-developmental approach used in studies of the concept of death in 
childhood populations (for example Kane 1979). The results indicated that the 
subjects had a poor understanding of the ageing process and the normal life
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cycle, particularly as it related to themselves. However, they did have a fair 
appreciation of the implications of death.
Both of the above studies cite Koocher (1973) and used his basic design to 
assess cognitive ability. The conservation tasks used for the research were 
number, volume and mass and the results concur with Koocher’s findings. 
However, the questions used to assess the concept of death differ between 
studies as does the method of classification, which makes comparisons of the 
studies problematic. Neither papers considered the issues of validity, whilst 
Bihm et al failed to look at the reliability of the data collected.
Lipe-Goodson et al (1983) briefly considered the concept of death in adults 
with a learning difficulty when they investigated the perception of age. Their 
findings regarding the concept of death concur with the findings in the 
childhood literature, in that the death concept is a function of age (Hansen 
1973, White et al 1977 cited Lipe-Goodson 1983).
1.2 Age of Acquisition
The age at which children acquire the concept of death has also been widely 
investigated. However, the studies vary greatly in the statistical criteria which 
they use to determine that age. Also not all the studies are equally valid which 
means that comparisons are very difficult. However, Speece and Brent (1984) 
have carefully analysed the available data and have concluded that, overall, the 
findings for the age of acquisition are unequivocal. They cite Kane’s (1979) 
findings to demonstrate their point. Only one of ten three year olds understood 
irreversibility, while 58% of four years olds (7 of 12) understood this 
component. Only 18% of three and four year olds (4 of 22) understood 
nonfimctionality, while 58% of the 7 year olds (7 of 12) understood it. 
Although none of the three year olds and only 12% of the four year olds (5 of 
12) understood universality, 64% of five year olds (7 of 11) understood it.
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Childers and Wimmer (1971) concurred and concluded that awareness of 
death as universal is a function of age. Hoffman (1985) found that more older 
children answered correctly and Orbach also found an age effect (1985). Swain 
(1978) demonstrated that age was the only significant variable.
However, not all writers agree with this age acquisition theory. Koocher 
(1973), for example, believes that age alone does not appear to be a reliable 
predictor of the subjects’ level of response. Mclntire et al (1972) reported that 
between the ages 13 to 16 - 20% of her sample (which were Mid-Western 
United States children) still thought that when dead they would be cognisant, 
and only 20% saw death as total cessation. Weininger (1979) demonstrated 
that accuracy of understanding increased with age but there were differences 
between their play understanding and their verbal expressiveness. These were 
frequently contradicted, play sometimes indicating a more complete 
understanding than verbal expression would suggest.
There are three possibilities concerning the question of sequence. First is that 
the components of a mature concept of death are acquired concurrently. 
Speece and Brent (1984) concluded that the components are understood at 
about the same time, between the ages of five and seven, however, they 
conceded that there was a wide range of ages of acquisition found across the 
many studies, as a result of a more general underlying cognitive achievement. 
Secondly, acquisition could occur in an invariant sequence or third, acquisition 
of each component could occur independently of one another.
There seems to be ambiguity with respect to the involvement of age in the 
development of a mature concept of death. Reilly (1983) noted that the 
reason may be that other factors are affecting the development of a conception 
of death. These factors may include level of cognitive ability (Kane 1979, 
Koocher 1973, Safier 1964), experience of death, life experiences, emotional 
development, education, mass media, religious education and socio-cultural
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influences. Homblum (1978) also concluded that when age effects were 
partialed out, cognitive development was no longer related to an understanding 
of any of the components of death.
Bihm et al (1982) investigated age and acquisition of a concept of death in 
adults with a learning difficulty. The results indicated that the conception of 
death was not significantly related to the age of the subjects on any measure, a 
finding counter to much of the literature on childhood concept of death. Bihm 
believed that the cognitive level of development is probably a much better 
predictor of an understanding of death than is chronological age in adults with 
learning difficulties.
1.3 Cognitive Development and Concept of Death
There has been a considerable amount of literature concerning the concept of 
death in relation to a child’s cognitive development. Research has been based 
upon Piaget’s three cognitive stages which a child is believed to progress 
through. The first stage is the pre-operational (2-7 years) when the child lacks 
reversibility, can not conserve and is egocentric in thought and language. The 
second stage, termed the concrete operational (7-11 years), sees the child 
becoming less egocentric. The child’s thoughts become reversible, she/he is 
able to focus on several aspects of a situation at one time, is able to conserve 
and deal with finality. Thus it would seem that if a child were to conceive of 
and understand reversibility the child would be able to understand death. 
Piaget’s final stage, termed formal operational (11-15 years) describes the 
adolescent who is able to solve problems, think scientifically and has the 
ability to imagine possible consequences to situations (Townley 1980).
Marie Nagy (1948) conducted an influential study of 378 children and 
concluded that the maturation of the concept of death involved three stages. In 
the first stage the child is not aware of death as such; to die means the same as 
living on, under changed circumstances.
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There are two groups within this stage. Those in the first group see death as a 
departure. Nagy writes “Death is thus a departure. If someone dies no change 
takes place in him.” (1948) The other group see death as gradual (about five or 
six year olds). Death is no longer denied but it is regarded as a gradual or 
temporary thing. Nagy views it as a compromise solution. While death exists it 
is not definitive.
During the ages of five and nine years old children enter the second stage of 
development when death is personified. Death is either imagined as a separate 
person, or else it is identified with the dead. In this stage children have an 
increased sense of reality as contrary to their desires. Children accept the 
definite existence of death. However, the thought is frightening and is rejected, 
it exists, but is remote from themselves. Thus death is not inevitable but those 
who can avoid “the reaper” and will not die.
Finally, at about nine years old children recognize that death is the end of life. 
Death is a process operating within the self, and it is recognized as a universal 
state. One child described it thus “death is something that no one can escape. 
The body dies the soul lives on” (Nagy 1948).
Nagy used written compositions, drawings and discussion in order to collect 
the data. She used it to demonstrate three stages of development as children 
construct a theory as to the nature of death. Her work is a landmark in this area 
of research. However, the data collection techniques involve some 
methodological difficulties. Nor does she report any statistics on reliability of 
data or validity of information collected.
After age, cognitive development is the most studied area in relation to the 
concept of death. It is assumed that a child’s conceptualisation of death will 
vary with her/his overall level of cognitive development. This study has found
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reference to 13 studies looking at this relationship (Anthony 1972), Blum 
(1975/1976), Hansen (1972/1973), Homblum (1978), Kalmback (1978/1979), 
Kane (1979), Koocher (1973), Robinson (1976/78), Safier (1964), Steiner
(1965), Townley and Thornburg (1980), White and Elsom (1978) cited Speece 
and Brent (1984) and Jenkins and Cavanagh (1985-86). All the studies use the 
Piagetian approach to cognitive development.
Piaget (1926) believed that young children are essentially egocentric, that is, 
do not have the ability to decenter. He argued that this was reflected in 
perceptual tasks, language and verbal communication, play behaviour, role 
taking and moral thinking. He demonstrated children’s lack of ability to co­
ordinate different perspectives (pre-occupational thinking) using the “Three 
Mountains” tasks (Piaget and Inhelder 1956). Children aged between 4 and 12 
years were asked to select or construct a picture to correspond with the 
viewpoint of a doll which “observed” a mountain scene from several different 
positions. The experiments showed that children under the age of nine failed 
on the task and those under seven tended to depict only their own view of the 
scene. Piaget and Inhelder concluded that the young child “... appears rooted in 
his own viewpoint in the narrowest and most restricted fashion so that he 
cannot imagine any perspective but his own.”
However, a number of subsequent experiments have cast doubt on Piaget’s 
conclusions. Cox (1978) for example has suggested that the doll as an 
“observer” is confusing for the child who knows that it cannot actually see 
anything. Flavell et al (1978) repeated the three mountain task using more 
stylised objects. They found subjects up to sixteen years could not select the 
view of another observer.
Other experiments have been conducted which suggest that much younger 
children can both conceive and show someone else’s point of view. Borke 
(1975) modified the three mountains task to ensure it was age appropriate and
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found three and four year olds could rotate an arrangement of discrete and 
easily differentiated objects to conform with the doll’s view point of an exact 
duplicate display. Donaldson (1978) notes that the mountain task is abstract 
with no involvement of interpersonal motives that make it intelligible and 
relevant to the young child. Hughes’ (1975) and Hobson’s (1980) experimental 
situations were easily comprehensible to the child, the motives and intentions 
of the characters made sense, the child understood what was required and 
therefore was able to complete the task. These experiments clearly showed that 
the child was not operating egocentrically as success required consideration of 
two different points of view. It may be the case that Piaget’s observations on 
children’s ability to perform cognitive tasks are likewise mistaken.
The early researchers into the concept of death in children (Anthony 1972), 
Kane (1979), Robinson (1976/78), Safier (1964) and Steiner (1965) all 
concluded that Piaget’s sequence of stages of cognitive development parallels 
the development of an understanding of the concept of death. However, they 
did not look explicitly at the specific ways the ability to conceptualise death 
related to the different modes of cognitive functioning held within each 
Piagetian stage. Nor did they examine the relationships empirically by 
comparing children at different Piagetian levels.
More recent researchers have focused upon more specific abilities, for 
example, a linear notion of time, Homblum (1978), the ability to perform 
reversible operations, Townley and Thornburg (1980) and Kalmback 
(1978/1979), reciprocity skills that enable children to learn from the 
experience of others Koocher (1973), and the universal application of rules, 
White and Elsom (1978) cited Speece and Brent (1984). Hanson (1972) 
concluded that the notions of classification, conservation, time and age, 
acquired in the concrete operational stage of cognitive development, seem 
necessary elements for grasping death as a definite and universal event. 
However, few studies have conducted research looking at the reliability and
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validity of the study (with the exception of Koocher (1973) who used four 
judges to test for reliability between independent raters).
All the researchers (with the exception of White and Elsom (1978) agree with 
the conclusion that children who have achieved a concrete operational 
cognitive level of development should then have a mature concept of death, 
and conversely children who are pre-operational should be unable to 
understand any component of a concept of death. Thus a more fortuitous 
framework for viewing the development of knowledge about death would 
include Piagetian stages of cognitive maturation (Reilly 1983).
However, the results of the research using conservation tasks to investigate the 
relationship between cognitive ability and the various components of a concept 
of death have been conflicting. Homblum (1978), Kalmback (1978/1979) and 
Koocher (1973) have found evidence for such a relationship with 
irreversibility. However, Townley and Thornburg (1980) and White and Elsom 
(1978) cited Speece and Brent (1984) did not find a relationship.
The conflicting results in these studies may be due to differences in the 
assessment of each component. Also each study has slightly different 
definitions of each component and indeed, what is included as a component 
varies from study to study.
Speece and Brent (1984) have noted that it is unlikely that the Piagetian theory 
can provide a complete pictures of children’s conception of death because it 
emphasis the development of context, independent of reasoning abilities. 
Other factors may be more cmcial, for example, experience of death and what 
the child is told about death.
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A great deal remains to be clarified regarding the link between cognitive 
development and children’s understanding of death. In view of this tenuous 
link conclusions should not be too readily drawn.
The use of techniques developed in literature concerning children in research 
with adults with a learning difficulty could be damaging. As already 
mentioned, there is already a tendency to view this population as childlike. 
Associating the two populations in research may be empirically unsustainable 
and only serve to reinforce prejudices.
The Principle of Normalization is now considered to be key concept in the 
development of services for people with a learning difficulty. Wolf 
Wolfensberger (1972) defined normalization as the “use of culturally 
normative means to offer persons life conditions at least as good as that of 
average citizens, and to as much as possible enhance or support their 
behaviour, experience, status and reputation.”
The word “norm” in normalization refers to cultural norms, i.e. roles and 
status that a society considers to be appropriate and desirable in the social 
context (i.e “what people should do.”) Research that suggests an association 
between children’s concepts and those of adults with a learning difficulty 
potentially devalues the latter group as children do not possess as high a status 
in society as adults. Any suggested association must be very carefully 
considered before it is accepted as “fact” by our society.
1.4 Previous Experience of Death
Speece and Brent (1984) have written that experience of death, including 
actual death experience and what children are told about death, is likely to be 
crucial to the understanding of death in children. Thus a model of development
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simultaneously accounts for both increases in subject matter knowledge and 
the development of context independent reasoning abilities.
Dunton (1970) cited Mclntire (1972) has noted that the actual life experiences 
of the entire family play a vital role in the child’s conceptualisation of death. 
Both Dunton, Wolfenstein and Kliman (cited Mclntire 1972) have highlighted 
a strong socio-economic determinant in the direct experience of violence as the 
cause of death.
Bolduc (1972) has also reported significant differences between children who 
had had experience of death and those who had not. Interview data revealed 
that the former group reported earlier recollections of death and more death 
amongst relatives. There was a greater tendency for this group to express 
sorrow for the deceased and their relatives. There was also a greater frequency 
of crying, especially amongst girls. Thus the conclusion is that experience 
does influence the development of a concept of death in children. However, 
Stambrook et al (1987) in a review of papers in this area notes that Childers 
and Wimmer (1971), Mclntire et al (1972) and Tallmer et al (1974), have all 
reported that there is no difference between experienced and inexperienced 
children. Obviously the reports are extremely difficult to evaluate. The 
experience of death may have a wide variety of consequences and its impact 
upon children cannot be assumed to be equal.
1.5 Acceptance of others dying versus acceptance own morality
Speece and Brent (1984) and Swain (1979) have pointed out an important 
aspect of Schilder and Wechsler’s data (1934). They studied death attitudes of 
hospitalised children. Generally the children held a strong belief that they 
would not die, or if they did, it would be in the remote future. Nevertheless, 
they readily believe in and accepted the death of others (Swain 1979). 
However, the suggestion that children extend the possibility of death to all 
other humans before extending it to themselves has not been supported in the
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childhood literature (Caustin (1977), Homblum (1978), Lonetto (1980), Peck,
(1966), Robinson (1976/1978) and Steiner (1965), cited Speech and Brent 
(1984).
Steiner, for example, found no differences amongst age groups in the degree to 
which they verbally accepted the idea of death of self as compared to death of 
others (1965, cited Swain 1979). It seems that if children exclude themselves 
from dying they usually exclude other individuals as well.
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1.6 Methodological Issues
Stambrook and Parker (1987) have highlighted a number of methodological
issues raised by research into the concept of death. These are summarized
below.
1. The problem of inferring longitudinal processes from cross- 
sectional data.
2. The inherent difficulty of assessing and describing the 
development of a concept, an inferred phenomenon.
3. Ethical and personal issues associated with such a potent and 
taboo-encircled phenomenon as death, especially with children and 
people with a learning difficulty who are often seen as childlike.
4. Language barrier is a major hindrance in research with children and 
people with a learning difficulty. Spinetta 1974 (cited Stambrook 
1987) has demonstrated the fallacy of equating the child’s inability to 
verbalise with a lack of knowledge about death.
5. The types of measures used to assess the concept of death in 
children have included clinical case studies, natural observations, play, 
compositions, drawings, definition tasks, projective techniques, 
questionnaires, structured interviews and physiological recordings. 
Stambrook et al point out that these techniques often appear to have 
face validity, but that there is no evidence available regarding the 
reliability or validity of any of the measures.
6. The studies are mainly cross-sectional in design. The main problem 
with such studies is the confounding of the effect of age group with 
experiences unique to individuals bom in a certain place and a certain
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time. The problem is magnified due to the inconsistent results obtained 
in studies differing in subject characteristic, measurement and so on. 
Stambrook argues that it is difficult if not impossible to disentangle the 
effects of the potential variables that contribute to both within and 
between study differences. Consequently, the conclusions drawn from 
the data must be cautious and qualified (Stambrook et al 1987).
1.7 The Concept of Death and the Implications for People with a 
Learning Difficulty
As already noted, the literature concerning people with a learning difficulty 
and their concept of death is very sparse. There is confusion about the role of 
experience of death in children which is mirrored in the field of mental 
handicap. It is now widely accepted that people with a learning difficulty have 
an uneven profile in learning. Gunzburg (1968) noted the considerable 
evidence that suggests that social competence of people with a learning 
difficulty can be higher than was assumed in the past. Skills such as those 
required for everyday living are certainly not beyond the reach of this group, 
whereas mathematical tasks carried out by a seven year old may well be. The 
uneven profile of learning implies a need for careful consideration about what 
kind of experiences of death the individual has had, what was the quality of the 
relationship with the deceased person, did the individual grieve for the 
deceased person and so on. The individual may or may not have learnt from 
previous experiences of death, the only certainty being that definite 
conclusions either way would be unwise without a detailed history of the 
individual concerned.
There is a danger that all carers will assume that there is a straightforward 
relationship between previous experience of death and an understanding of 
death. They may thus assume that future bereavement will not be as
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devastating as the first, as the experience has occurred before, and so fail to 
recognize a normal or abnormal grief reaction.
Many professionals and families are unaware of the effect bereavement (or any 
loss) may have on a person with a learning difficulty. The lack of awareness 
conveniently excuses people working with this group from the need to discuss 
death. This is probably due to society's tendency to regard death as a taboo 
subject, and to break this taboo would involve confronting uncomfortable 
personal anxieties (Brelstaff 1984). To acknowledge that people with a 
learning difficulty do have a concept of death means that professionals and 
families alike must accept that the normal (and abnormal) emotional responses 
to grief will be experienced by people with a learning difficulty. Support and 
advice is essential for both the client group and those working with them.
People with a learning difficulty do not have the same access to information as 
the general population. This is especially true of people living in a hospital 
community. Lipe-Goodson et al (1983) assessed the ability of people with a 
learning difficulty (living in a residential facility for "retarded individuals.") 
The results indicated that the group seemed to lack appropriate age 
identification as only 41% correctly classified themselves. Lipe-Goodson et al 
noted that the reason for this may lie in the fact that responsibilities and 
privileges do not alter substantially as a function of age for this group of 
people which may result in a tendency to identify them with a young age 
group. The normal milestones in life, experienced by the majority of people, 
which help with appropriate age identification, are not readily available to 
people with a learning difficulty. These experiences might include moving 
away from home, moving through a career structure, having children and 
grandchildren and retirement. Thus the cues for understanding ageing are not 
available. It may then be that information essential for a complete 
development of a mature concept of death is not readily available to people 
with a learning difficulty.
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An understanding that people with a learning difficulty experience grief in the 
same way as the general population, is gradually being accepted by 
professionals. However, the grieving process has also been linked to other 
losses that people experience, such as the loss of a job (Peter Warr 1978 cited 
Blackler et al 1984) or a home or friends. These findings may have important 
implications for the present policy of hospital closure. As the hospitals 
gradually close individuals are moved within the hospital (i.e. between the 
wards) as well as into the community. Moves which mean the loss of familiar 
surrounds, friends and staff. It seems reasonable to expect the possibility of 
emotional disturbances similar to those associated with both normal and 
abnormal grief responses with these additional losses.
2. THE RESEARCH
A set of nine questions, designed to investigate the concept of death in people 
with a learning difficulty, were given to 50 subjects using a structured 
interview technique. Six of the nine questions were developed in order to 
explore the ability to see death as irreversible, inevitable and universal. The 
results obtained were compared to a set of related measures, including mental 
age, the ability to conserve and previous experience of death.
Aims of the present study
2.1 To devise a measure of concept of death for use with adults with a learning 
difficulty.
2.2 To test the concept of death in adults with a learning difficulty using the
measure devised in this study.
2.3 To test the devised measure for reliability (over time and between raters).
2.4 To consider the validity of the measure devised in the study.
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2.5 To explore the relationships between various factors in the study.
2.1 RESEARCH QUESTIONS
2.1.1 Are the responses to the set of questions reliable?
There have been many studies carried out with children (and three with people
with a learning difficulty) looking at their concept of death. However, with
only a few exceptions, these studies have failed to look at the reliability of the 
measure used over time and the inter-reliability of the measure with an 
independent rater, for example, Mclntre et al (1972), Townley et al (1980) and 
Bihm et al (1982). The present paper sets out to investigate the reliability of 
the devised set of questions over time and between judges.
2.1.2 Is there a sequential development of an understanding of death from absence to 
incomplete presence to complete presence in people with a learning difficulty?
2.1.3 Is there a relationship between the age of the person with learning difficulty 
and their understanding of the concept of death?
2.1.4 Is there a relationship between the stage of cognitive development (that is pre- 
operational or concrete operational as determined by the inability or ability to 
conserve) and adult's with learning difficulties understanding of death?
2.1.5 Does the presence or absence of the experience of death influence the current 
level of concept of death held by a person with a learning difficulty?
2.1.6 Do people with a learning difficulty view death and being alive as distinct and 
mutually exclusive?
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2.1.7 Do people with a learning difficulty consider other people will die before they 
consider everybody, including themselves, will die?
2.1.8 Is cognitive level as measured by attainment on the Peabody Picture 
Vocabulary test associated with the level of development of concept of death?
2.1.9 Is there a dominant colour used by people with a learning difficulty when they 
are asked to draw a picture of death? Unruh et al (1983) investigated colour 
dominance in children suffering pain. The present study sought to discover if 
there is a dominant colour used by people with a learning difficulty when 
drawing about death.
3. METHODOLOGY
3.1 The Sample.
The sample consisted of fifty adults with a learning difficulty (58% female), 
with an age range of 22 to 81 years (mean = 50 years, S.D. 13.9) and a mental 
age range of 2.1 years to 16.2 years (mean = 6.1 years, S.D. 3.6). All subjects 
included in the study were employed at the Adult Training Centre, situated in 
the Manor Hospital grounds. A total of 38% of the sample travelled to the 
Centre from the Community. The remaining subjects were residents within 
the hospital (62%). The length of stay in the hospital ranged from 14 to 62 
years (Mean = 30 years. Standard Deviation =16 years). Subjects who had 
had a recent bereavement (within the last year) were excluded from the study 
to minimize the possible distressing effects of the questionnaire.
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3.2 Design
3.2.1 Components of the Concept of Death
Six of the nine questions used in the interview were designed to investigate 
three components of a “mature” concept of death (see Appendix 1, questions 
la, lb, 2a, 2b, 3a, 3b). The literature considers many different components. 
The components used in the present paper were based upon those used by 
Hoffman et al (1985) who had based their design on Barbara Kane's (1979).
The present study used irreversibility, inevitability and universality as the 
components thought to be those that make up a mature concept of death. The 
order in which the understanding of the components is achieved is widely 
contested. For the purposes of this study Hoffman's second predicted 
developmental sequence was adopted. Here irreversibility is assumed to be 
the first concept understood (an assumption supported in the childhood 
literature (Nagy 1948). Since death is inevitable it occurs universally, which 
in turn suggests that inevitability is a prerequisite for universality (Hoffman et 
al 1985).
A common obstacle to response validity when people with a learning difficulty 
are interviewed is acquiescence. Subjects can answer yes/no questions but 
have a tendency to respond affirmatively regardless of the question's content, 
thus invalidating the response (Sigelman et al 1981 cited Flynn 1986). To 
overcome this problem two of the components of the concept of death used in 
this study consisted of two questions, one requiring a “yes” answer and one a 
“no” answer to be correct. Thus the reliability of a “yes” answer or a “no” 
answer could be assessed in the analysis of the results.
Another problem raised when interviewing this population is that of open or
closed questions. Open ended question are preferred on the grounds of validity.
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However, a disadvantage is that they yield low responsiveness. Verbal either/or 
questions are difficult to answer but yield more valid response than yes/no 
questions (Sigelman et al 1981 cited Flynn 1986).
The population in this study had an average mental age of six years. As a 
result, it was decided to adopt the most straight forward form of questioning - 
that of closed questions, but to test the reliability of correct responses (either 
yes or no) to ensure that acquiescence was not the main effect. The reliability 
of the “yes” and “no” answers was tested using the statistics kappa (Cohen 
1960) to provide coefficients of agreement, (see section 4.2.8 page 54).
The remaining component also involved answering two questions, one 
personal ("When will you die") and one which questioned the inevitability of 
death in a more general, less personal way ("Can a person live forever.")
The remaining two questions in the questionnaire were designed to explore the 
understanding of the cause of death (What makes people die) and the belief 
about what happens once a person is dead (What happens when you die?). 
The questions were open ended and the answers were recorded by the 
interviewer and later assessed according to specified criteria.
Any legitimate cause of death was scored as correct. This included, "the wind" 
in one instance as the questions were administered immediately after the 
hurricane storms in January/February 1990. The answers were scored by the 
examiner and an independent judge (with no knowledge of the purpose of the 
questions). Again the reliability of the two sets of scored answers was 
assessed using kappa.
Finally the subjects were asked to "draw a picture of death." This was an 
exploratory question investigating the role of colour in drawings about death.
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Unruh et al (1983) investigated pain perception in children using colour. The 
results found no difference in content or dominant colour of drawing about 
pain. In this study the subject's had a choice of eight colours with which to 
draw the picture. Some subjects were unable to complete a picture, others 
found it distressing to do so, and these were not pressed. However, many 
completed a picture and example of these can be found in Appendix 11. The 
pictures were classified as either related to “death,” (for example, a coffin or 
grave) or not related (for example, a scene with a house, trees, flowers, and the 
sun).
3.2.2 Cognitive Level of Ability
The level of cognitive functioning was assessed using three conservation tasks. 
The subjects were tested for the ability to conserve in three modalities: 
number; mass; and weight. The tasks were based on those used by Koocher 
(1973) on criteria suggested by Philips (1969). As volume is considered to be 
the most difficult conservation task it was replaced by weight in the present 
study.
The tasks were as follows:
a) NUMBER
Figure 1.
□ □ □ □ □ □  □ □ □ □ □ □
□ □ □ □ □ □  □ □ □ □ □ □  
a )  (M)
The interviewer laid out the square disks as shown in Figure 1 (i).
The interviewer then said “let’s count the rows.” Each row was counted and 
the subjects agreement that the rows were the same was obtained. The bottom 
row was then elongated before the subject (Figure 7 (ii)) and she/he was asked
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“are there more in this row (pointing to the top row) or are there more in this 
row (pointing to the top row) or are they both the same.”?
(b) Mass
Figure 2
O) 0i)
The interviewer presented the subject with two pieces of Plasticine, each rolled 
into a ball (Figure 2(i)) and said “here is some Plasticine” and the agreement 
that the two pieces were the same was once again obtained. One piece of 
Plasticine was rolled out into a sausage shape before the subject (Figure 2 (ii)) 
and she/he was asked “is this more” (pointing to the ball of Plasticine) “or is 
this more” (pointing to the sausage) “or are they both the same.”?
c) Weight.
Figure 3.
0) 00
Two sets of plastic blocks (identical) were presented to the subject (Figure (i)). 
The interviewer said “here are some blocks” and agreement that they were the
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same weight was obtained from the subject. The interviewer the re-assembled 
one set of the blocks to form a “step” shape (Figure 3 (ii) before the subject.
The interviewer then asked the subject “does this one weigh more” (pointing 
to the block) “or does this one weigh more” (pointing to the “step”) “or do 
they both weigh the same.”?
If the subject interrupted the interviewer before the end of each question, the 
whole question was repeated. Subjects who took the test equipment to copy 
the actions of the interviewer were asked not to touch the objects, but were 
given the opportunity to examine the pieces after the test procedure had been 
completed. The language used by the examiner was standardised throughout 
the testing and was designed to be as clear as possible. The addition of 
pointing to each test item was designed to give a non-verbal clue in order to 
facilitate a greater understanding of what was required in the test.
The scoring system used by Koocher (1973) was adopted in this study. The 
subject was classified to be at a concrete operational cognitive stage of 
development if they achieved two out of three correct replies. The reliability of 
the answers given were assessed over time using the Kappa Statistical 
Analysis. (See Section 4.2.1).
An additional set of conservation tasks were given to a subgroup (18 subjects) 
on completion of the main questionnaire. These tasks were designed to test a 
more basic skill, that of one-to-one correspondence (Bryant 1974).
The tasks involved pieces of equipment used within the Adult Training Centre 
which all the subjects were very familiar with. The tasks were as follows:
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(a) Row one-to-one correspondence
Figure 4.
Switches for wall on/off lights are assembled at the Training Centre. The task 
involved placing a spring into the main body of the switch. These pieces of 
equipment were used to assess one-to-one correspondence. The design was as 
before, the rows were counted aloud and it was agreed that the rows were the 
same. The top row of switches were then elongated and the examiner asked the 
subject “are there more switches in this row, or more springs in this row, or are 
the rows the same.”? (Pointing to the relevant rows).
b) The rows were then returned to their original position, with each 
switch corresponding to each spring.
Figure 5.
A spring was removed from the bottom row before the subject. It was placed 
in a container near by. The subject was asked "are there enough springs to 
make up the switches."? The answers were recorded and followed up with the 
additional question of "why"? or "why not."?
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c) One to one correspondence using a screen. 
Figure 6.
Interviewer Subject
The interviewer and subject each had eight switches and a glass (one short and 
one fat and one tall and thin, but the volume of each was the same). A screen 
was placed between the two glasses. The interviewer said "pick up a switch 
and show it to me," (the subject did the same) "put the switch into your glass 
and I will put mine into my glass." This was repeated until all the switches 
were placed into the glasses. The screen was then removed and the subject 
was asked "are there more switches in this glass (pointing), or more switches 
in this glass."?
The scoring system was as before. If the subject gave one or more incorrect 
answers they were classified as at a preoperational stage of cognitive 
development. The reliability of the results were assessed, over a time period, 
using the kappa test.
3.3 Procedures
Ethical approval for the study was gained from the hospital's Clinical 
Managers. Each subject was interviewed in private, and the session lasted 
approximately 20 minutes. Subjects were given the opportunity to refuse to 
take part in the study. No one refused, with the exception of one individual 
during the re-test session which was conducted one week later.
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The interview followed a standardised format. The interviewer (consistent 
over 100 interviews) said "I would like to ask you some questions. If you don't 
know the answer please tell me and I will go on to the next question."
The session began with the Peabody Picture Vocabulary Test (P.P.V.T). The 
test was used to obtain an estimate of each subjects level of ability and was 
chosen for its speed of assessment. Michael O'Bannon et al (1982) compared 
the P.P.V.T. results with WAIS I.Q. results and found that I.Q. estimates from 
the brief measure correlated highly with WAIS I.Q. estimates (Product- 
Moment Correlation 0.812 p<0.001). O'Bannon's study included 70 subjects 
who attended a vocational rehabilitation program and were referred from 
mental health facilities and from institutions for people with learning 
difficulties.
The subjects were presented with a picture of a funeral scene (Hollins 1989) 
and were then asked "can you say what is happening in this picture."? The 
responses were recorded (word for word) by the interviewer (Appendix 111).
The order of presentation of the remainder of the questionnaire varied. 
Twenty five subjects were asked to complete the conservation tasks first, and 
twenty five were asked the questions first. The order was reversed for each 
subject on re-test a week later. This was to ensure that there was no order 
effects on presentation.
If a subject showed any sign of distress or was unwilling to answer the 
questions or complete the tasks, the interview was terminated.
The interview section ended with a debriefing question "Would you like to ask 
any questions."?
188
3.4 Tests Used
3.4.1 Concept of Death Measure - devised for this study and based upon the 
components used in childhood research. (Kane 1979, Koocher 1973, Hoffman 
1985).
3.4.2 Peabody Picture Vocabulary Test.
3.4.3 Conservation tasks (based upon a Piagetian framework).
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4. RESULTS
4.1 Descriptive Results
29 (58%) of the subjects tested were female. The mean age of the group was 
50 years old with a range of 22 to 81 years. The Peabody Picture Vocabulary 
Test IQ scores fell within the range of 55 to 94, although 32 (64%) of the 
subjects were unable to achieve an IQ score. The mental age range was 2.1 
years old to 16.2 years old, the mean mental age was 6.1 years.
36 (72%) subjects were able to describe the picture of a funeral scene 
accurately, 13 (26%) could not, and one person refused to give any answer at 
all.
When asked about the cause of death, 30 (60%) of subjects gave a concrete 
answer, 1 (2%) gave an abstract answer and 19 (38%) gave an incorrect 
answer.
Subjects were asked about what happens after someone has died. 19 (38%) 
gave an incorrect answer.
The length of stay in the hospital was significantly related to the age of the 
individual (Kendall's Tau C p<0.001). Length of stay was also significantly 
related to an understanding of what happens once you die (Kendall's Tau C 
p<0.05) and to knowledge of the causes of death (Kendall's Tau C p<0.05).
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4.2 RESEARCH QUESTIONS
4.2.1 Measure the Reliability of a Set of Questions Devised to Assess the 
Concept of Death in People with a Learning Difficulty.
Kappa:
Test and retest (one week later)
kappa = 0.78 p<0.001
Test and Independent rater
kappa = 0.911 p<0.001
Retest and Independent rater
kappa = 0.778 p<0.001
The results indicate that subjects are responding consistently to the devised set 
of questions over time (one week). This finding is supported by an 
independent rater. The measure devised to investigate the concept of death in 
people with a learning difficulty is reliable over time and between raters.
The Problem of Acquiescence
The reliability of yes and no answers was tested using kappa over time with a 
retest procedure. The inter-rater reliability was also tested using an 
independent judge who did not have any knowledge of the purpose of the 
interview questions.
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Figure 1
Reliability of Yes and No Answers Over Time.
COMPONENT OF 
DEATH CONCEPT
QUESTION TEST-RETEST 
(one week)
TEST-INDEPENDENT
RATER
a) +  a) .94 p<0.001 .95 p<0.001
Irreversibility b) + b) .80 p<0.001 .94 p<0.001
a) + a) .62 p<0.001 .82 p<0.001
Inevitability b) + b) .63 p<0.001 .92 p<0.001
a) + a) .76 p<0.001 .96 p<0.001
Universality b) + b) .60 p<0.001 .85 p<0.001
The results of the kappa analysis suggests that the subjects are answering the 
questions consistently over time (one week later), rather than merely 
acquiescing, that is responding in the affirmative regardless of the questions 
content.
4.2.2 Sequential Development of Understanding of Death
The Frequency Table (below) suggests that there is a sequential development 
of a full understanding of the concept of death.
Figure 2.
FREQUENCY INCORRECT CORRECT
Irreversibility 34% 66%
Inevitability 56% 44%
Universality 80% 20%
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However, Guttman’s method of scale analysis was used to further investigate 
this sequential pattern (cited Guildford 1954). The theory on which the 
method rests is that of homogeneity. Guttman asserts that a genuine scale, 
capable of legitimate measurement, exists when homogeneity is virtually 
complete, that is, the items should measure one factor only. In order to carry 
out the analysis the number of responses in deviation from the perfect 
correlation is calculated. Thus reproducibility is a function of responses not 
fitting the undimensional model (errors) and those that do. If this is above 
90%, the decision is that, under these scoring conditions, a scale does exist. 
The number of correct responses is divided by the number of possible answers 
and multiplied by one hundred to give the index of reproducibility.
Therefore:
Guttman’s index of reproducibility is as follows:
47 x 100 = 94%
50
The data is consistent with Guttman’s scale. Guttman’s index of 
reproducibility is the same for retest and independent rater comparisons.
People with a learning difficulty accept that death is irreversible before they 
accept that it is inevitable or universal. They also accept both irreversibility 
and inevitability before accepting universality and thus a mature concept of 
death. This pattern of acquisition concurs with Hoffman’s (1985) predicted 
developmental sequence with children.
4.2.3 Age and Understanding of Death
No significant relationships were obtained between age and any other variable.
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Age is not a relevant factor in the evaluation of a person’s with learning
difficulties understanding of the concept of death.
4.2.4 Cognitive Development (pre-operational or operational stage) 
and the understanding of the concept of death
The reliability of the conservation tasks results over time were tested using 
kappa
kappa = 50x49 - 1562
50 - 1562
(p<0.001)
The relationship between each component of death and the ability to conserve 
was tested using Kendall’s Tau C.
888 = 0.95
938
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Figure 3.
The Concept of Death and Ability to Conserve.
COMPONENT OF DEATH CONCEPT TAU
Irreversibility n.s
Inevitability n.s
Universality p<0.0277
RETEST
Irreversibility n.s
Inevitability p<0.0259
Universality n.s
INDEPENDENT JUDGE
Irreversibility n.s
Inevitability n.s
Universality p<0.0473
Figure 3 illustrates that the results are not significant in most instances 
(Kendall’s Tau C). There does not seem to be a clear relationship between the 
cognitive stage (pre-operational or operational) and the level of the concept of 
death. This does not offer support for Bihm’s (1982) work with people with 
learning difficulty, nor the results found in the child literature. However, there 
does seem to be a trend towards significance.
To explore this aspect it was decided to conduct a further test on a sub-sample 
of the original population. The more simple conservation task of one-to-one
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correspondence was used to establish if the subjects understood what the 
conservation tasks asked of them.
Out of a total of eighteen, nine subjects were unable to conserve in both the 
original test and one-to-one correspondence tasks. Nine subjects gained correct 
answers for the one-to-one correspondence tasks, having gained incorrect 
answers in the original test. One would expect nine of the subjects to obtain 
correct answers by chance. Therefore the subjects had difficulty with the 
original task and the one-to-one correspondence task which used more familiar 
materials.
Figure 4.
Concept of Death and One to One Correspondence Tasks for 
Conservation.
COMPONENT OF DEATH CONCEPT TAU
Irreversibility n.s
Inevitability n.s
Universality n.s
Figure 4 illustrates that there is no significant relationship between cognitive 
ability and level of concept of death, even when the subjects are using familiar 
materials and a simplified task designed to test for the ability to conserve.
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4.2.5 Previous Experience of Death and the Concept of Death
26 (52%) of the subjects in this study had previous experience of death. There 
was no relationship found between previous experience of death and the three 
components of a death concept (Kendall’s Tau C).
Retest and independent rater results were also non significant.
4.2.6 Alive and Dead as Mutually Exclusive States
Question 1 (a) “If someone is dead can they come back to life again”? 
attempted to assess if the states alive and dead are seen as distinct.
76% (38) of the sample answered this question correctly. It can be tentatively 
suggested that 76% of people with a learning difficulty in this study did 
recognize alive and dead as distinct categories.
4.2.7 Do others Die Before Ourselves?
Questions 2 (a) and (b) were used to answer this research question, (i.e 2(a)) 
When will you die and 2 (b) Can a person live forever?
Looking at the raw data only five subjects answered 2(a) correctly and without 
ambiguity. Twenty four subjects answered with “I don’t know.” Though this is 
correct, no one does know with certainty, this group may also include subjects 
who did not want to recognize their own mortality. Twenty six subjects 
answered 2(b) with a definite “no,” i.e. a person cannot live forever. Thus the 
subjects in this study seem to be able to accept another person’s death more 
readily than their own.
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4.2.8 1.0. Level (P.P.V.T) and the presence of a mature understanding of
death.
COMPONENT OF DEATH 
CONCEPT
PEABODY PICTURE 
VOCABULARY TEST TAU
IRREVERSIBILITY
Test p< .0007
Retest p< .0017
Independent Rater p< .0007
INEVITABILITY
Test p< .0097
Retest p< .0147
Independent Rater p< .0168
UNIVERSALITY
Test p< .0000
Retest p< .0000
Independent Rater p< .0001
Figure 5, (above) illustrates that IQ and the presence of concepts of death are 
significantly related (Kendall’s Tau C).
Certain variables were ranked and a multiple regression analysis was carried 
out to investigate the influence of the variables on the presence or absence of a 
concept of death. Subjects were divided into two groups according to whether 
they demonstrated a basic understanding of the concept of death or none at all. 
The most influential factor was that of the subjects mental age, which 
accounted for 27% of the variance (significance = 0.391). The influence of the 
remaining variables (ability to conserve, understanding of the cause of death,
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understanding of what happens after death and previous experience of death) 
was negligible.
4.2.9 The use of colour in drawings about death
A total of 21 (42%) subjects drew a picture that had something to do with 
death. Eight different coloured pencils were placed before the subject in a 
random order. Eight subjects used the colour black to complete their picture. 
The expected frequency for this colour is 3.5. The colour black is used 
significantly more often than any other colour (x2 = 7, p< .01, df=T). This 
group of subjects do employ a dominant colour when drawing pictures of 
death. Black is culturally accepted as the dominant colour associated with 
death.
OBSERVED EXPECTED
FREQUENCY
FREQUENCY
BLACK 8 3.5
ALL OTHER 13 17.5
COLOURS
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5. DISCUSSION
The questionnaire devised to investigate the concept of death, using the 
components of irreversibility, inevitability and universality, has been shown to 
be reliable over time and between raters. The simple and quick to administer 
questionnaire can be used as a guide to the stage of development of the 
concept of death in this population.
This study demonstrated that the concept of death is acquired in a sequential 
manner. Forty seven of the fifty subjects (94%) fitted into the sequential order 
pattern. That is, if the subject viewed death as reversible, they would not then 
agree that death was inevitable or universal. This pattern of acquisition 
concurs with Hoffman’s (1985) predicted developmental sequence in children, 
although it is in conflict with much of childhood literature which states that 
acquisition of components occurs at about the same time, between the ages of 
five and seven (for example Speece and Brent 1984).
In the present study only nine subjects had a mature concept of death (that is, 
gave the correct answers to all three components). A total of fifteen subjects 
did not have any concept of death. Thus there is a great need to provide 
additional education to facilitate a complete concept of death in this 
population.
There were no significant results found concerning the age of the individual 
and their concept of death, which is in agreement with Bihm et al (1982) who 
found that age was not significantly related to an understanding of death in 
adults with a learning difficulty. However, this finding is in conflict with the 
study of adults with a learning difficulty conducted by Lipe-Goodson et al
(1983). The results suggested that fewer younger adults answered all the 
questions correctly compared to older adults. Thus they concluded that the 
concept of death was a function of age. The results of this study suggest that
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life experience does not necessarily guarantee a more developed concept of 
death, that is, the death concept is not a function of age.
The results also bring into question the conclusion drawn by Speece and Brent 
(1984) in their review of the literature concerning children. There does not 
seem to be a set developmental stage when people with a learning difficulty 
arrive at a fully developed concept of death.
Two levels of cognitive development were measured in this study using 
conservation tasks based on those devised by Piaget in his explanation of 
children’s cognitive development. The results from the conservation tasks used 
in this study were found to be reliable over time. Unlike much of the literature 
on children, no relationship between the ability to conserve (the concrete 
operational stage) and the concept of death was established. The results of the 
study conflict with Bihm et al (1982) findings on cognitive ability and the 
concept of death in adults with a learning difficulty. The results concur with 
Speece and Brent’s (1984) conclusions that the level of cognitive 
development is not the full picture. Indeed other factors, as yet unidentified, 
may be more crucial.
Piagetian conclusions on perspective taking in children has been called into 
question (Flavell 1968). There is now considerable evidence that children are 
able to perceive other people’s viewpoint as well as their own (for example 
Hughes 1975). If Piagetian work on perspective taking is unsupported then 
there is a possibility that his theory of cognitive stages of development are also 
not fully substantiated. It is equally important that people with a learning 
difficulty should not be compared with children. This assumption now appears 
to be unsupported as well as devaluing to an adult population.
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No relationship was found between previous experience of death and the 
components of a death concept in this study. This is in conflict with some of 
the findings in the childhood literature (Speece and Brent 1984). It appears that 
the experience of the death of someone close to these subjects does not 
influence their development of a concept of death. It is therefore essential that 
carers do not assume individuals have a mature concept of death if a 
bereavement has already occurred.
A multiple regression analysis (on certain ranked variables) revealed that the 
mental age (measured by the Peabody Picture Vocabulary Test) of the 
individual was the over riding factor influencing the presence or absence of 
some form of concept of death, accounting for 27% of the variance. The 
absence of a single variable dominating the presence or absence of a concept 
suggests that there is not a simple relationship between any one variable tested 
and the concept of death.
There is now a growing body of literature devoted to acknowledging that 
people with a learning difficulty experience the same bereavement reactions as 
everyone else and hence these reactions may be abnormal as well as normal. 
(Hollins 1987). Whether grief reactions are normal or not this group of 
individuals are likely to need what Lester Sireling has termed guided mourning 
(1988). Guided mourning task involved visiting the crematorium, talking 
about the deceased, looking at pictures of the deceased, wearing personal items 
of the deceased and spending time in the deceased bedroom etc. Sireling found 
that the experimental group showed greater improvements in avoidance and 
distress to bereavement cues than those who did not receive the guided 
mourning techniques.
Lorraine Crick (1988) has also noted the practice of not allowing people with a 
mental handicap to grieve when a loved one dies, to the point of not allowing 
them to attend the funeral for fear it “might upset them.” (Crick 1988). She 
concluded that such action is often more distressing than the death itself and
202
recommends that carers help people face their bereavement in a more natural 
way. These conclusions have been echoed by other writers, for example, 
McLoughlin et al 1986 and Oswin (1990) and Kennedy (1989) offer practical 
advice for helping grieving people with a learning difficulty to come to terms 
with their loss. Doreen Kronick (1985) has written advice for helping children 
with a learning difficulty to deal with death.
The group of individuals do have the capacity to learn, not only about death of 
family and friends but also about the loss of their homes and neighbours. 
These individuals should be consulted about any residential location and 
guided through the often confusing process of change.
The present study provides evidence which suggests that at least some people 
with a learning difficulty (approximately two thirds) are able to view dead as 
distinct from alive. This is perhaps an essential block on which to build a 
complete understanding of death.
Question 1 (a) (See Appendix 1) attempted to assess if the states alive and 
dead are seen as distinct. If the subject answered “no” one can infer that the 
subject has a notion of death following life, and that life does not follow death. 
That is they have a concept of the order - life then death - the states recognized 
as distinct categories and seen as separate. Although this can be inferred it 
cannot be stated with complete certainty that alive and dead are recognized as 
separate states. Further investigations into this distinction are necessary before 
firm conclusions can be drawn.
The literature regarding this population’s acceptance of other’s dying before 
acceptance of their own mortality is far from conclusive. Likewise the 
childhood literature does not provide a united opinion. Speece and Brent
(1984) concluded that children either accept that everyone will die or believe 
that no one will ever die. The results of this study indicate that this population
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accept other people’s death more readily than they accept their own. It could 
be the case that the general population likewise are more reticent when it 
comes to accepting personal death. Death is very much a taboo subject in 
Western society, and the findings in this study may reflect a more general trend 
in the adult general population.
The design of the study has been shown to be reliable. Although closed 
questions are criticised in the literature they have produced answers which 
were consistent over time and between judges. The confirmation of a 
sequential pattern in the development of a concept of death provides credibility 
for the validity of the questionnaire.
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6. CONCLUSIONS
The results of this study must be interpreted with caution as the sample size of 
50 is relatively small and a limited number of factors were considered. 
However, there are implications for policy and practice.
The majority of the people taking part in the present study did have some 
concept of death, although for most individuals this is incomplete. Everyone 
concerned with this population must recognize this and help this group 
develop a more complete concept of death. Lipe-Goodson et al (1983) 
demonstrated that people with a learning difficulty did not show improvements 
in age perception with practice alone. Thus this group of people may need 
enhanced learning opportunities through highly structured programmes in 
order to develop a complete concept of death.
A complete understanding of death and its implications could prove to be 
beneficial in dealing with bereavement and the emotional responses that 
follow. Professional’s and friends of people with a learning difficulty are now 
accepting that an understanding does exist and that normal and abnormal grief 
reactions are possible. It is essential that these individuals are not once again 
classed as childlike in their level of understanding. The type of intervention 
required demands a particular kind of skill. Appropriate training is necessary 
to enable people working with this client group to resolve personal taboos 
concerning death. Thus they are in a position to enable clients to gain a more 
complete understanding of the concept of death.
Further research is necessary to explore each individuals concept of death and 
how this relates to the other factors involved, for example, mental age. It is 
also important to discover what method of intervention could be employed to 
help this population develop a more complete understanding of the concept of 
death.
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Appendix 1
QUESTIONNAIRE.
NAME : ------------------------------------------------------
PEABODY PICTURE VOCABULARY TEST :
Can you say what is happening in this picture?-----------
CONSERVATION TASKS :
Discontinuous number :  Mass :
W eight: ----------------------------
QUESTIONS:
1. (a) If someone is dead can they come back to life again?  ---------------
2. (a) When will you die?
3. (a) Do you think everybody will die?
1. (b) When someone is dead do they stay dead?
2. (b) Can a person live forever?
3. (b) Can some people live forever?
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4. What makes people die?
5. What happens when you die?
6. Please draw me a picture of death using these colours.
DEBRIEFING.
7. Would you like to ask any questions?
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A Study to Investigate the Accuracy of Five 
Different Question Formats with People with 
Learning Disabilities.
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Section IV
Research Dossier - Part 2
ABSTRACT
The study aimed to investigate which of five question response formats might 
produce the most accurate responses when assessing perceptions of emotions in 
people with mild and moderate learning disabilities. Thirty participants were asked 
to identify an emotion (happy, sad, worried, frightened or angry) from video clips 
using five different question response formats. Verbal and non-verbal response 
formats were included The study design included a method to detect acquiescence 
and questions were counter balanced to prevent order effects. The results of the 
study suggested that the either-or question response format is significantly better 
than the other formats at eliciting accurate responses. The verbal multiple choice 
(VMC) question format was the only exception to this. The remaining question 
response formats (open-ended, VMC, line drawings and photographs) were not 
found to be significantly better than any other. The emotions of happy and sad 
were easier for this group to identify compared to worried However, no other 
significant results were found Suggestions for future research are made and 
clinical implications for the findings considered.
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1. Introduction
Clinical psychologists must endeavor to reliably and validly assess people’s 
emotional state in order to achieve desired therapeutic outcomes. This is no less 
true when working with people with learning disabilities. However, Bailey, 
Matthews & Leekie (1986) noted the dominance of behaviourism at the cost of 
working with the feelings of people with learning disabilities. Whittington & 
Alexander (2001) called for a more proactive approach to emotional well-being in 
clinical psychology.
Since 1985, Moss, Emerson, Bouras & Holland (1997) have commented that 
there has been a major growth in the field of the psychiatry of people with 
learning disabilities. Given that it is well known that this group are more 
susceptible to mental illness than the general population (Moss, Costello & 
Prosser, 1997) what is surprising is the amount of time it has taken to get to this 
point. Progress has been made in some areas, such as the increasing awareness 
from professionals working in the community of the emotional needs of this 
group as well as advances in the diagnosis and treatment of dementia. Despite 
this, Lindsay, Michie, Baty, Smith & Miller (1994) noted ‘the acute lack of 
knowledge concerning the nature, the development, and the consistency and 
stability of feelings and emotions in people with learning disabilities’ (p.61-62). 
Arthur (2003, 1999) has more recently suggested that the emotional lives and 
difficulties of this client group are much neglected areas of interest in clinical 
psychology.
One of the reasons for the paucity of research in this area may be due in part to 
the difficulties of reliably assessing the emotional state of people with learning 
disabilities (Antaki & Rapley, 1996; Finlay & Lyons, 2001, 2002; Heal & 
Sigelman, 1995; Shaw & Budd, 1982; Sigelman, Budd, Spanhel & Schoenroek,
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1981 a) and b)). Despite the difficulties, accurate assessment remains a crucial 
goal for a number of reasons. Primarily, such assessment establishes a baseline 
and therefore a method to measure the usefulness of intervention. Secondly, 
assessment establishes the severity of the problem. Finally, assessment also 
suggests a therapeutic approach. Finlay & Lyons (2001) drew attention to the 
problems people with learning disabilities may experience in communication due 
to the linguistic complexities of the question formats used to elicit emotional 
states. This study was designed to explore five different ways of asking questions 
to see which was the most effective.
1.1 Emotional state - issues of assessment
It is clearly important to be able to assess people with learning disabilities’ 
emotional state. Given the prevalence of emotional disorders (20-40%, 
Gravestock & Bouras, 1997) it is crucial for clinical psychologists to consider 
appropriate treatment and management. A number of different disciplines have 
raised the problems of accurate assessment when asking questions. These include 
clinical psychology, psychiatry and sociology. In clinical psychology, for 
example, Prosser & Bromley (1998) noted that although open-ended questions 
yield more valid answers during assessment than other types of question formats, 
they are often difficult for people with learning disabilities to answer. They 
suggested that this was because they require a high level of cognitive and 
communicative skill. Also the ability to recognize and understand emotions 
cannot be assumed on the basis of verbal ability alone. For example, McBrien 
(2003) noted the difficulties encountered in assessment and diagnosis of 
depression had hampered clinicians and left questions of prevalence, treatment 
choice and outcome problematic. The lack of a gold standard diagnostic tool for 
depression in people with learning disabilities means there is a risk that these
people will not receive the necessary therapeutic intervention to overcome 
depression.
In psychiatry, Meins (1996) highlighted the lack of assessment methods 
specifically designed to establish psychopathological status in people with 
learning disabilities. He noted this lack hindered research into the most effective 
treatment methods for psychiatric disorders such as depression. He also suggested 
the use of mainstream questionnaires was unproductive due to this population’s 
reduced ability to communicate.
In the field of sociology, Booth & Booth (1996) raised the challenge of using 
narrative methods in interviewing people with learning disabilities. They noted 
that this population had difficulties in communication; unresponsiveness; a 
concrete frame of reference; and difficulties with the concept of time.
1.1.1 Structured and semi-structured interviews
Structured and semi-structured interviews are used in the assessment stage of 
psychological therapies. Verbal self-report questionnaires are widely used in 
clinical assessment. However, Finlay & Lyons (2001) have drawn attention to the 
problems of using interviews and self-report questionnaires in clinical interviews 
with people with learning disabilities. This population may experience problems 
in communication due to lack of understanding of complex grammatical 
structures or concepts for example. Despite the widespread use of self-report 
instruments with people with learning disabilities, the validity of questionnaires 
has not been established. Difficulties, which may be associated with asking this 
group of people questions, include the following:-
1. Question content:- difficulties in making quantitative judgements; comparisons; 
abstract concepts and generalizations; and giving examples.
2. Question phrasing:- difficulties in understanding questions containing negatives, 
the passive tense and examples, with people responding to particular words in the 
question rather than understanding the whole questioa
3. Question response format:- difficulties in understanding questions involving 
yes-no, multiple-choice and either-or response formats.
These difficulties and possible solutions will now be considered in more detail.
1.1.2 Question content
In their review Finlay 8c Lyons (2001) described in detail the specific problems 
found in question content. These problems can be found in questionnaires 
assessing mental states, frequencies of events and symptoms, social judgements 
and abstract concepts such as autonomy.
Time questions and quantitative judgements
Finlay 8c Lyons (2001) noted that questions about time or that need a judgement 
of frequency or degree have been found to be difficult for some people with 
learning disabilities to answer. For example, Lindsay & Michie (1988) used an 
adaptation of the Zung Self-Rating Anxiety Scale (Zung, 1971) to assess anxiety in 
people with moderate and mild learning disabilities. They reported that choices 
such as ‘quite a lot of the time’ did not achieve acceptable reliability coefficients, 
and that the most reliable method of asking questions was when the person simply 
had to show the presence or absence of the symptom Similarly, Sigelman, 
Schoenrock, et al. (1981) found that multiple-choice questions needing a
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quantitative judgement resulted in low levels of agreement with observers and with 
alternative question formats.
A solution to the problem of presenting complex quantitative judgements is to use 
visual aids such as bar graphs and histograms. Kazdin, Matson & Senatore (1983) 
used a bar graph to help people with learning disabilities respond to questions from 
self-report inventories (the Beck and the Zung scales). However, Finlay & Lyons 
(2001) noted that the efficacy of this method remains to be demonstrated.
Another problem found is when asking people with learning disabilities when 
something began. A solution to this problem is provided by Booth & Booth 
(1994a) who suggested the use of another marker as a device to overcome the 
problems in asking about specific dates or time periods. For example, interviewees 
were able to say whether one thing had happened before or after another whose 
date was already known by the researcher. The PAS-ADD (Psychiatric Assessment 
Schedule for Adults with Developmental Disability, Moss, Patel, et al. 1993) also 
uses this technique. Emerson, Hatton, Bromley & Caine (1998) also recommended 
what they term ‘anchor events.’ The person is helped to focus on a time course by 
getting them to think about an event they can remember accurately, which has 
occurred in the recent past, e.g., their birthday, Christmas, Easter, parties or 
excursions.
Comparisons
Comparisons are often requested in interviews that are assessing changes in 
people’s lives, their preferences or symptom severity. For example, the Zung Self- 
Rating Anxiety Scale (Zung, 1971) asks ‘do you feel more nervous and anxious 
than usual.’ However, researchers such as Smyley & Elsworth (1997) have 
demonstrated that people with learning disabilities sometimes find direct
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comparisons difficult to understand. This may be because direct comparisons 
•contain longer sentences. They also require the person to hold two sets of 
information at one time, something that is cognitively more difficult to do.
Smyley & Elsworth (1997) suggested a solution to the problems with direct 
comparisons by re-ordering how data were collected. Participants were first asked 
questions about their old day centre and then were asked questions about their 
new one. Direct comparisons were not requested. All responses were accepted at 
face value; since the interviewer knew little about the client or day centre this 
acceptance was genuine. Data analysis allowed inferences to be made about 
positive, neutral and negative comparisons of the old and new day centres. The 
data were evaluated independently and clear criteria were developed to enable the 
evaluators to reliably rate an answer as a valid response to a question.
Abstract concepts and generalizations
Finlay & Lyons (2001) noted that people with learning disabilities often have 
difficulty understanding abstract concepts compared to concrete ones. Questions 
about specific activities or events are more readily understood and evaluated. 
Malik, Aston-Schaeffer & Kleiber (1991, cited Finlay & Lyons, 2001) reported 
that questions about emotions are sometimes harder to answer than questions 
about concrete situations.
Zetlin, Heriot & Turner (1985) demonstrated the problem of abstract concepts 
when they administered the Piers-Harris Self-Concept Scale (Piers & Harris, 
1969) and the Coopersmith Self-Esteem Inventory (Coopersmith, 1967) to 46 
adults with learning disabilities in a sheltered workshop. These scales contained 
abstract questions such as T wish I were different’ and ‘most people are better 
liked than I am.’ Analysis of the taped testing sessions revealed that subjects did
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not respond within the simple format of either yes or no as requested. Over half of 
the initial responses were ambiguous and not straightforward to score within the 
standardized procedures. Subjects provided detailed concrete examples rather 
than generalized evaluative statements. As examiners tried to gain more abstract 
statements, they revealed problems in comprehension and communication.
Antaki & Rapley (1996) and Antaki (1999} reported findings where the 
interviewer anticipated the problem’s people with learning disabilities might have 
in understanding generalizations. Conversation analysis of the Quality of Life 
(QOL) questionnaire interview schedules revealed the transformation of questions 
because of the need to paraphrase complex items. The process of paraphrasing 
had the effect of restricting the meaning of the general questions to specific 
occasions or activities as the interviewers tried to avoid the problem of the 
respondent failing to understand the question. Antaki (1999) found such 
paraphrasing was the norm and that word-for-word delivery of questions was 
uncommon.
1.1.3 Question phrasing
Wehmeyer (1994) demonstrated that negatively phrased items (i.e., when no or 
not are added to positive phrasings) may be more difficult to respond to than are 
affirmative items. The problems of negatively phrased wording are part of a more 
general problem of modifiers. These are single words or phrases that change the 
sense of the question. For example, ‘what things would you like to change about 
yourself?’ might be responded to as if it were, ‘what things would you like to 
change?’ Finlay & Lyons (2001) noted that these problems may lead people with 
learning disabilities to answer negatively phrased questions as if the question had 
been phrased in the positive.
A possible solution to the problem of negatively phrased questions was suggested 
by Szivos-Bach (1993). She used affirmative forms of statements. The study 
investigated perceptions of stigma and self-esteem in people with mild learning 
disabilities. Rather than using statements that add a negative to a positive 
statement, e.g., ‘I am not very good at...fl can’t remember things,’ Szivos-Bach
(1993) used statements such as T forget things/I make a mess of things I try.’
Giving examples
The problem of using examples in questions during interviews has been 
highlighted by Sigelman, Budd, Winer, Schoenrock & Martin (1982). The study 
involved interviewing children and adults with mild to severe learning disabilities 
about their activities, quality of life and residential settings. The authors included 
open-ended questions with examples of possible responses as a means of 
clarification. The participants were asked, for example, ‘do you play any indoor 
games?’ (if yes) ‘which ones?’ and ‘do you play any indoor games, like cards or 
checkers?’ (if yes) ‘which ones?’ The authors reported that the examples had no 
consistent effect on responsiveness to the open-ended question ‘which ones?’ 
They also found that respondents tended to answer back with the examples given 
in the question.
1.1.4 Question response format
The most widely used instruments for assessing psychiatric symptoms, as well as 
self-esteem, quality of life and service satisfaction, useyes-no, either-or, multiple- 
choice or Likert scale formats. However, these response formats give rise to 
problems, which call into question the validity of the information gathered. The 
current study used some of the more commonly used response formats to 
investigate their usefulness when questioning people with learning disabilities
about emotional states. Additionally, response formats requiring a non-verbal 
response (i.e., pointing) were included in the study since some research has 
suggested that questions presented with pictures or photographs may be easier for 
some people with learning disabilities to respond to accurately (e.g., Gray, Fraser 
& Lauder, 1983; Hobson, Ouston & Lee, 1989; McKenzie, Matheson, McKeskie, 
Hamilton & Murray, 2000; Reed & Clements, 1989; and Wadsworth & Harper, 
1991).
The different types of question response formats will be considered in detail, 
including the problems they pose, and possible solutions considered.
Yes-no question format and acquiescence
The evidence for acquiescence
A number of studies have highlighted the problem of acquiescence when using 
the yes-no question format with people with learning disabilities. Sudman & 
Bradbum (1974, cited Heal & Sigelman, 1995) noted that perhaps the most 
prevalent questionnaire bias reported is the tendency to acquiesce, that is, to agree 
with whatever statement you have been given.
Sigelman and her colleagues in a series of papers published in the 1980s have 
highlighted the problem of acquiescence in people with mild to severe learning 
disabilities. Sigelman, Budd et a l (1981a), for example, noted that yes-no 
questions were subject to a systematic acquiescence bias, even when the answer 
was absurd. High levels of acquiescence have also been reported by Clare & 
Gudjonsson (1993) in a study investigating the reliability of statements made by 
people with learning disabilities during police interrogation.
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Heal & Sigelman (1995) used direct comparison questions such as yes-no 
questions, for example, ‘are you usually happy?’ and ‘are you usually sad?’ to 
demonstrate a very strong tendency to response bias. The percentage of survey 
subjects answering ‘yes’ to both direct comparison questions varied from 39.4 to 
50.9. Furthermore these acquiescence contradictions correlated negatively with 
IQ. Either-or questions, for example, ‘are you usually happy or sad?’ and ‘are you 
usually sad or happy?’ were introduced to try to overcome the problem of 
acquiescence bias. However, results indicated a tendency to choose the latter of 
the two options regardless of the obvious contradiction in doing so. This recency 
effect was not so large as the acquiescence bias but was nevertheless substantial.
Methods used to detect acquiescence
Researchers have developed various techniques to detect acquiescence in 
interviews. For example, nonsense questions to which the answer should be ‘no* 
were used to assess tolerance of rules by Flynn, Reeves, Whelan & Speake 
(1985). Questions included ‘do you think you should always wear sunglasses 
when walking under a ladder?’ However, Antaki & Rapley (1996) questioned 
whether answers to nonsense questions are comparable to those from sensible 
questions. Such questions may merely baffle the individual, who may be saying 
’yes’ because they are confused or perhaps playing along with the joke they feel is 
being made.
Sigelman, Budd et a l (1981a), used pairs of questions that were opposite in 
meaning to detect acquiescence in interviews. These pairs included such 
sentences as ‘are you usually happy?’ and ‘are you usually sad?’ If interviewees 
said yes to both questions this was taken as evidence of acquiescence. The 
authors found significant correlation suggesting validity for the technique. 
However, this technique, which is known as reverse wording, has been criticized
by Matikka & Yesala (1997). They suggested that the question and its opposite 
might elicit different images on which to base answers.
Paired questions that ask the same question in different formats have also been 
developed in order to detect acquiescence. For example, Conroy & Bradley 
(1985, cited Finlay & Lyons, 2002) used different question formats (yes-no, 
either-or, open-ended and multiple- choice) in a survey of consumer satisfaction. 
Interviewees were asked to select from five faces (from a big smile to a big 
frown). Acquiescence rates were found to be lower than those of Sigelman and 
her colleagues. This technique has the advantage of not using either nonsense 
questions or reverse wording, both of which may lead to an overestimation of the 
problems of acquiescence (Finlay & Lyons 2002). However, the usefulness of this 
method depends upon the validity of the alternative question formats.
Causes o f acquiescence
Finlay & Lyons (2002) noted that acquiescence is considered to be the result of 
multiple factors. These factors include:- the influence of the behaviour of the 
interviewer; cognitive ability; the tendency to submissiveness or a desire to 
please; and content and linguistic complexity. Each of these factors will be 
considered briefly.
Antaki & Rapley (1996) suggested that the appearance of acquiescence might not 
be so much to do with the person with learning disabilities as to do with the 
behaviour of the interviewer. For example, an interviewer may not accept an 
initial answer because it was given before the whole question had been 
completed. If the answer is perceived as unacceptable the person with learning 
disabilities may change their answer in an attempt to please the interviewer. The
authors believed these factors might lead to inaccurate results and make 
comparisons impossible.
Cognitive ability as a possible cause of acquiescence was investigated by Shaw & 
Budd (1982). They asked a series of paired questions regarding 24 types of 
behaviour. For example, the person with learning disabilities was asked both ‘are 
you allowed to call people ugly names?’ and ‘is it against the rules to call people 
ugly names?’ These reverse worded questions (i.e., oppositely worded question 
pairs) were presented separately and the order of presentation of the two forms 
was counterbalanced. They found lower IQ participants were more likely than 
higher IQ respondents to contradict themselves in response to these question 
pairs. The authors concluded that the findings suggested that intellectual 
limitations predispose people to biased responding.
Clare & Gudjonsson (1993) also demonstrated the influence of cognitive ability 
on acquiescence in a study of people with mild learning disabilities and people 
with average intellectual ability. The mean acquiescence score for people with 
learning disabilities was 7.7 compared to 2.2 in the average ability group. They 
concluded that people with learning disabilities were more acquiescent.
The tendency to please or to be submissive is assumed, by many researchers, to be 
the most important factor in acquiescence. Finlay & Lyons (2002) noted that this 
tendency might be seen as a personality trait or a learned response that is adaptive 
in a range of situations in which the person finds themselves. For example, 
Sigelman, Budd et al (1981b) suggested that people with learning disabilities 
might acquiesce as a means of gaining social approval when yes is the socially 
desirable response. Given the high amount of control exerted by others over the 
lives of people with learning disabilities this may not be surprising.
However, some researchers have suggested that acquiescence may not be as 
common in people with learning disabilities as Sigelman and her colleagues 
studies suggested. Finlay & Lyons (2001, 2002) emphasized the important roles 
that question content and linguistic complexity have in causing acquiescence. The 
person might be saying yes for any number of reasons. For example, they have not 
understood the question; have understood the question differently to that intended 
by the interviewer; they do not know the answer to the question; they do not have 
a firm opinion about it; or are unable to abstract specific instances to make a 
general judgement.
Either-or question formats
Sigelman, Budd et al (1981a) found that, although either-or questions were 
slightly more difficult to answer compared to yes-no questions, they yielded more 
valid responses. Two four-question sets of questions were asked to compare yes- 
no and either-or questions. One set included the following questions:- ‘are you 
usually happy?’; ‘are you usually sad?’; ‘are you usually happy or sad?’; and ‘are 
you usually sad or happy?’ The second set of questions, designed to vaiy both 
format and wording, asked:- ‘are you usually by yourself?/...with other 
people?/...by yourself or with other people?/... with other people or by yourself?’ 
They reported that consistency of responses was significantly higher for the 
oppositely worded either-or questions, averaging 86.2%, than for yes-no 
questions, averaging 53.1%. The authors suggested that their findings provided 
pounds for preferring either-or questions to yes-no questions when the goal was 
to obtain meaningful answers from people with learning disabilities.
However, either-or question formats can produce problems of their own. 
Wehmeyer (1994), for example, included an either-or question format to assess 
whether it was a more reliable means of determining locus of control for people
with learning disabilities than the yes-no format traditionally used in self-report 
questionnaires. Test-retest reliability for the either-or version was very low (0.17). 
He concluded that these findings called into question the usefulness of either-or 
questions in self-report questionnaires as the results were highly unreliable over 
time. Wehmeyer (1994) suggested possible reasons for this finding. The 
participant’s difficulties in reading might lead to unreliability as many choices 
varied only by a single word. Also participants might have had some difficulty in 
comprehending negatively worded items and developed a response bias to items 
they did not understand. Rather than using either-or question formats, Wehmeyer
(1994) suggested adding pictorial representations to self-report questionnaires.
Multiple-choice question formats
Multiple-choice question formats are frequently used in psychological and 
psychiatric assessments with people with learning disabilities. However, as many 
cannot read the choices are often presented verbally, although visual aids such as 
Likert type scales have been used to increase comprehension (e.g., Senatore, 
Matson & Kazdin, 1985 and Glenn, Bihm & Lammers, 2003). There is a 
considerable range of question type. Some involve questions about degree, for 
example, none, a little or a lot. Others focus upon frequency, for example, never, 
sometimes, most of the time. Many of the existing scales in the literature use 
three or four answer choices. These avoid the problem of last choice responding 
when two options are presented. Levine (1985, cited Prosser & Bromley, 1998) 
suggested that a three-point scale is easier to use than a four-point one, as people 
with learning disabilities tend to get the two middle parts of the latter scale 
confused.
There are a number of multiple-choice formats currently available for assessment 
of mental health problems. The Hospital Anxiety and Depression Scale (Zigmond
& Snaith, 1983), for example, offers the following choices to the question ‘I feel 
tense or wound up’:- ‘most of the time’; ‘a lot of the time’; ‘from time to time*; 
‘occasionally’; and ‘not at all.’ Typically respondents in the general population 
complete the questionnaire themselves. However, because people with learning 
disabilities usually have difficulty with reading, the choices are read to them.
The General Health Questionnaire (GHQ, Goldberg, 1978) is a widely used 
screening assessment tool in general adult mental health. The person is asked to 
read questions relating to medical complaints and how they have been feeling 
over the last few weeks. For example, the first question is ‘have you recently been 
able to concentrate on whatever your doing?’ Four options are able:- ‘better than 
usual’; ‘same as usual’; ‘less than usual’; and ‘much less than usual.’
The Beck Depression Inventoiy-II (BDI-II, Beck, Steer & Brown, 1996), again 
was developed for use in the general population. The questionnaire consists of 21 
groups of statements. The person is asked to pick one of four possible options that 
best describe the way they have been feeling. For example, for the statement 
crying, the choices are:- 0, ‘I don’t cry anymore than I used to’; 1, ‘I cry more 
than I used to’; 2, ‘I cry over every little thing’; and 3, ‘I feel like crying, but I 
can’t.’
The Zung Self-Rating Depression Scale (Zung, 1965) is a short self-report 
questionnaire designed to be read and completed by the person. Again the person 
is asked to pick one of four possible options that describe how they have been 
feeling during the last few days. For example, for the statement ‘I still enjoy the 
things I used to do’ the choices are:- ‘a little of the time’; ‘some of the time’; 
‘good part of the time’; and ‘most of the time.’
The Minnesota Multiphasic Personality Inventory (MMPI, Hathaway & 
McKinley, 1943) was developed as an objective personality test for the 
assessment of psychopathology. The revised version, published in 1989, 
contained 567 statements (e.g., ‘I wake up fresh and rested most mornings’), 
which were divided into scales to provide a clinical profile. The participant is 
asked to read each statement and decide whether ‘it is true as applied to you or 
false as applied to you.’ The scale is a three-point one and the person is allowed 
to leave the answer sheet blank if the question does not apply to them.
The Psychiatric Assessment Schedule for Adults with a Developmental Disability 
(PAS-ADD: Moss et al (1993) was designed to assess general psychopathology in 
people with learning disabilities. It is a semi-structured clinical interview with a 
respondent and an informant. However, the Mini PAS-ADD, (Moss, 2001) a 
shorter version of the PAS-ADD, aims to detect mental health problems using a 
detailed checklist and a rating scale. The scale consists of four options:- ‘not in 
past 4 weeks’; ‘mild’; ‘moderate’; and ‘severe.’
Other researchers have used Likert-type rating scales. These are rating scales 
measuring the strength of agreement with a clear statement. They can be 
presented in written format but also visually to increase clarity still further. For 
example, Kazdin et a l (1983) used bar graphs to assist participants who were 
asked to complete self-report measures in an interview format. The bar chart was 
placed on a wall to help them respond to items that were on a Likert scale (Beck 
Depression Inventory and Zung scales). The participant reported the extent to 
which particular items were characteristic of them by pointing to the bar 
identified with the appropriate label.
Lindsay, Howells & Pitcaithly (1993), as part of therapy, asked individuals to self- 
report the amount of ‘worry’ they experienced each day. As the individuals did
not posses sufficient language to monitor thoughts in detail they used an analogue 
or Likert scale with descriptive histograms or bar charts. The individual was 
taught that the low bar indicates no worry, with the increasing sizes of the bars 
representing increased amounts of worry felt during the day.
Glenn et al (2003) used a Likert scale to assist participants in completing self- 
report measures in an interview format (modified versions of the Beck Anxiety 
Inventory, (Beck & Steer, 1990), the Reynolds Child Depression Scale, 
(Reynolds, 1989), the Automatic Thoughts Questionnaire, (Hollon & Kendall, 
1980) and the Cognitions Checklist, (Beck, Brown, Steer, Eidelson & Riskind,
1987)). Four flash cards were displayed with pictorial representations of the 
possible answers. These were standardized for all measures to include:- ‘never’; 
‘a little’; ‘sometimes’; and ‘a lot.’ A card with 17 dots represented ‘a lot’; 
‘sometimes’ by a card with 10 dots; ‘a little’ by a card with 4 dots; and ‘never’ by 
a blank card.
Finlay & Lyons (2001) highlighted that multiple-choice formats may be 
problematic for people with learning disabilities because of the length of question 
and high memory load required. They have recommended that the use of Likert 
scales should be avoided in work with people with learning disabilities. As noted 
earlier, Zetlin et a l (1985) demonstrated the difficulties in fitting a given 
response into one of the multiple-choice categories. Smyley & Elsworth (1997) 
found multiple-choice formats involved comparisons that were difficult to 
understand and produced contradictory responses. Malik et a l (1991, cited Finlay 
& Lyons, 2001) compared the use of yes-no, open-ended and multiple-choice 
question formats. Six people with moderate learning disabilities were asked to 
take part in a 287- item interview. These authors found that test-retest reliabilities 
were lowest on the multiple-choice questions compared with those on yes-no and 
either-or questions.
Open-ended question formats
Clinical psychologists often use open-ended questions to avoid the problems of 
acquiescence and last choice responding. Many authors have reported the 
successful use of open-ended questions. Edmonson & Wish (1975), for example, 
used open-ended questions in conjunction with drawings and photographs. 
Eighteen men with moderate learning disabilities were asked ‘can you tell me 
what this picture is about?’ The participants were found to be able to comprehend 
the question, although many only after the question was repeated or probes used.
Shanly & Rose (1993) used open-ended questions in a consumer survey of people 
with learning disabilities and their satisfaction with work and wishes for the 
future. For example, the participant was asked ‘what things do you like about 
work?’ Results demonstrated that 77% of initial responses to open-ended 
questions received were minimally appropriate suggesting that the people 
interviewed were able to respond to open-ended questions.
Booth and Booth (1994a) conducted interviews of parents with learning 
disabilities as informal open-ended conversations. These interviews were used to 
develop life stories for the people involved and presented the researchers with an 
opportunity to understand how their lives had been shaped by the wider society.
Benson & Fuchs (1999) used open-ended questions in research into situations that 
made people with learning disabilities angry at work and home. Participants were 
asked five open-ended questions, for example ‘what kinds of things happen at 
work that make you feel upset or angry?’ and ‘what things do you do that help 
you feel calm and relaxed?’ This question format produced information about 
what situations were problematic for the person and their typical responses and 
enabled the development of an intervention plan for the aggressive behaviour.
Dudley, Calhoun, Ahlgrim-Delzell & Conroy (1997) used both open-ended and 
yes-no questions in a consumer satisfaction survey of people with learning 
disabilities and mental illness. They found that responses to the open-ended 
questions were highly consistent with the yes-no response items, which they noted 
supported the validity of the consumers’ responses. Dudley et a l (1997) 
commented that open-ended responses also offered new information about the 
participants’ needs and concerns, for example, when asked about what they 
disliked about where they lived some expressed concerns about restrictions and 
rules.
Finlay & Lyons (2000) used a series of open-ended questions designed to elicit 
different aspects of people’s descriptions of themselves and their social worlds. 
Interviews were made as informal as possible with questions embedded, wherever 
possible, within the situation the person was describing at the time. For example, 
if the discussion was about the person’s job, they were asked to describe what the 
other people there were like, or what the other workers thought about them.
Open-ended questions have also been used successfully for police interviewing of 
witnesses (Conboy-Hill, 2001). A technique, known as Cognitive Interviewing, 
includes a range of open-ended questions to enable the interviewee to remember 
an incident in several different ways and has been found to result in enhanced 
recall of details. Conboy-Hill (2001) suggested that clinical psychologists could 
apply this technique, for example, to the evaluation of incidences of challenging 
behaviour.
However, Sigelman and her colleagues in their studies found that the use of open- 
ended questions received the poorest response. Few respondents could answer 
open-ended questions adequately and those who could provide relatively little 
information. They recommended that open-ended questions should not be used.
1.2 Solutions to the problem of accurate assessment
Problems with question format exist and the task is to identify under what 
circumstances the problem is most likely to arise. As noted by Finlay & Lyons 
(2002) it is clearly not acceptable to ignore the problem. People with learning 
disabilities are increasingly expected to take an active role in decision-making, 
and methods must be developed to reliably elicit their feelings and wishes. People 
working with this population need to be encouraged to find ways to adjust their 
question formats (and language) according to the person’s ability to comprehend.
1.2.1 General solutions to problem of accurate assessment
A number of general solutions to the problems of assessment in some people with 
learning disabilities have been suggested by various authors. Finlay & Lyons 
(2001) recommended the use of simple language (avoiding complex language or 
phrasing), short question sentences (and response options) and that questions are 
rigorously pilot-tested before use. They also recommended that content such as 
direct comparisons and judgements of frequency and quantity should be avoided. 
Further, the inclusion of an option ‘don’t know’ may also help to ensure that the 
person is not merely guessing. Booth & Booth (1994a) recommended the use of 
significant events as markers to judge time periods.
The validity of answers given can also be increased by checking the meaning of 
responses. This could be done by asking for examples or by the use of further 
probing to check that the question has been remembered and understood. Booth 
& Booth (1996) began an interview with an open-ended question, followed by a 
re-phrased simplified question if necessary. These probes need to be scripted to 
ensure consistency within and between participants. Shanly & Rose (1993)
included reverse wordings of either-or and yes-no questions to demonstrate that 
participants were consistent across similar types of questions.
Rybolt (1969) suggested that questions could be simplified by breaking them into 
stages. For example, in his research, the interviewer gave a word to the participant 
and then gave a choice of two meanings. The interviewer might say the word 
‘airplane5 and then ask if ‘fast’ or ‘slow’ fits airplane best
1.2.2 The use of line drawings or photographs to increase assessment accuracy.
To overcome some of the problems of inaccurate assessment identified, a number 
of researchers have used pictures to facilitate understanding and response (e.g., 
Gray et a l, 1983; Mckenzie et a l, 2000; March, 1992; Wadsworth & Harper, 
1991). This was also recommended by Wehmeyer (1994). Heal & Sigelman
(1995) noted that although pictures can not be used to illustrate all types of 
questions that might be needed to be asked, they are a promising aid in 
interviewing people with language limitations.
Wadsworth & Harper (1991) used line drawings to enhance consumer 
participation in decision making. They used the Sheltered Care Environmental 
Scale (SCES, Moos, Gauvain, Lemke, Max, & Mehren, 1979) as the basis for 
creating a picture-prompted questionnaire focused on what the participants 
thought about where they lived and how they were treated by the staff. The 
Cohesion, Conflict and Independence subscales of the SCES were selected for the 
study. Simple line drawings were developed by a graphic artist and used with 
either-or questions. Picture-prompted administration was compared to verbal only 
questioning using a test-retest design. They concluded that the use of pictures 
enhanced the test-retest reliability of the SCES when using questionnaires with 
people with moderate learning disabilities.
1.2.3 Modified scales for use with people with learning disabilities
The Zung Self-Rating Anxiety Scale (Zung, 1971), has been adapted for use with 
people with learning disabilities by Lindsay & Michie (1988). Items were 
rephrased and response presentations were altered to ensure understanding. This 
scale was designed with just two response choices, none/no and some/yes. For 
example, the first question is ‘do you feel more nervous and anxious than usual.’ 
Where understanding was difficult the original items could be re-phrased as ‘do 
you feel more jumpy or shaky than usual, do you feel your tummy nervous or 
upset?’
Kazdin et al. (1983) used modified self-report versions of the Beck Depression 
Inventory, Short Form (BDI), the Zung Self-Rating Depression Scale and the 
MMPI depression scale, amongst others, to assess depression and 
psychopathology in people with learning disabilities. Modification consisted of 
simplified language to ensure maximum comprehension.
Anger among a group of people with mild learning disabilities was assessed by 
Baker & Bramston (1997) using self-reported anger scores on an adaptation of the 
State-Trait Anger Expression Inventory, Research Edition (STAXI:- Spielberger,
1988). The adaptations included presenting short, closed questions with concrete 
content. The wording of the scale items was ‘altered to correspond with the idiom 
of people with intellectual disability’ (p. 173). Visual aids also accompanied all 
item choices and probe questions were used by the interviewer to confirm 
understanding and seek further information. A four point Likert scale was also 
used;-1 indicated ‘no anger’; 2 ‘a little’; 3 ‘a fair bit’; and 4 ‘a lot of anger.’ This 
scale was more readily understood than the one generally used in the STAXI.
Ross & Oliver (2003) noted that the major criticism is that modified rating scales 
have not yet undergone sufficient reliability and validity testing with people who 
have learning disabilities.
1.2.4 Development of new scales specifically tailored for people with learning 
disabilities
More recently researchers have published self-report questionnaires designed for 
use with people with learning disabilities. The designers have taken into account 
many of the problems with question response formats described in the literature. 
Two examples will be considered briefly.
Cuthill, Espie & Cooper (2003) have published a reliable and valid depressive- 
symptom self-rating scale for people with learning disabilities (the Glasgow 
Depression Scale for people with a Learning Disability (GDS-LD)). Questions 
were developed from existing schedules and from focus groups (people with 
moderate to mild learning disabilities) which were consulted to guide refinement 
of items into an accessible form. The self-report questionnaire was designed to be 
read to the person and incorporates the use of symbols to combat possible 
acquiescence and to overcome expressive language problems. The symbols were 
presented on 15cm x 10cm card, with the word in large print. ‘Yes’ was a large 
white tick on a black background; ‘no’ was a large black cross on a white 
background; ‘sometimes5 was a small black ‘puddle5 mark on a white 
background; and ‘always5 was a large black ‘puddle5 mark on a white 
background.
A three-point response format avoided the problems of acquiescent responding 
found in two-choice formats. The responses were ‘never/no5 (0), ‘sometimes5 (1) 
and ‘a lot/always5 (2). Some items were reverse rated. The 28 items were
presented in two stages:- the first requiring a ‘yes-no5 answer (indicating the 
presence or absence of the symptom in question, e.g., ‘have you felt sad?5) and a 
second requiring an indication of the severity of the symptom if present 
(‘sometimes5 or ‘a lot/always5, e.g., ‘have you felt upset?5 and ‘have you felt 
miserable?).
In a similar format to that of Cuthill et a l (2003), Mindham & Espie (2003) have 
published a reliable and valid method for assessing state anxiety in people with 
mild learning disabilities. They developed the Glasgow Anxiety Scale for people 
with an Intellectual Disability (GAS-ID). Questions were generated using focus 
groups (direct experiences of people with learning disabilities) and clinician 
feedback as well as from existing scales. There are 27 items covering ‘worries5 
(1-10), specific fears (11-19) and physiological symptoms (20-27). For example, 
in the ‘worries5 section, one item is ‘do you worry a lot?5 A three-point response 
format avoided the problems of acquiescent responding found in two-choice 
formats. The responses were ‘never5 (0), ‘sometimes5 (1) and ‘always5 (2). The 
authors noted that the three-point response format was easy to use (10-15 minutes 
administration time) and produced good test-retest reliability data (r = 0.95) after 
one month.
These scales offer good reliability data and use simple scales that can be 
completed in 10-15 minutes. The questionnaires have the advantage of not 
requiring specialist training for administration. The use of a three-point scale was 
designed to overcome the problem of acquiescence and included the necessary 
checks such as reverse worded question formats to allow for the detection of 
acquiescence. The questionnaires also used symbols specifically designed to 
overcome expressive language problems so frequently reported in the research 
literature with people with learning disabilities.
1.3 The current study
The emotional lives of people with learning disabilities, until recently, has been a 
neglected area of research. This is due in part to the difficulties that practitioners 
face in reliably assessing this population’s emotional experiences. This study used 
various question response fonnats to gauge which might be the most reliable to 
use to assess perceptions of emotions in people with mild and moderate learning 
disabilities. Video clips of different emotional states (happy; sad; worried; 
frightened; and angiy) were matched with different question response formats. 
The types of question formats used were:- open-ended; verbal multiple-choice; 
either-or; line drawings; and photographs.
2. Research questions
2.1 To compare five different question response formats (open-ended, verbal 
multiple-choice, either-or, photographs and line drawing) to investigate if one 
response format can produce greater accuracy when asking people with learning 
disabilities about the emotional state of another person.
2.2 To explore whether there is a relationship between cognitive ability and 
acquiescence.
2.3 To explore whether there was a relationship between cognitive ability and 
success overall at identifying emotional state in another.
3. Method
3.1 Participants
The participants for the study were recruited from two day centres for people with 
learning disabilities in the South East of England. The day centres provide day time 
opportunities for people with severe, moderate and mild learning disabilities. 
However, many of the more able people had recently moved into supported 
employment and were not available for inclusion. Eligibility for participation was 
defined as a WAIS-HI (Wechsler Adult Intelligence Scale, Wechsler, 1997) Verbal 
IQ score of between 40 and 69 (American Psychiatric Association, 1994, 
Diagnostic and Statistical Manual of Mental Disorders (DSM-IV)). This was 
assessed on the day of data collection.
Power analysis suggested that 12 participants were necessary to study large effects 
in repeated measures design, and 27 to study medium effects. Although 31 
participants were interviewed for this study, one participant was found to have a 
Verbal IQ above 69 and so did not meet the eligibility criteria for inclusion in the 
study. Therefore, 30 participants were included in the study. They ranged in age 
from 27 to 68 years (mean 43, SD 11). The group comprised of 19 (68%) women 
and 11 (32%) men.
Cognitive ability, assessed by the WAIS-DI Verbal IQ score, ranged from 48 to 65 
(mean 54.8, SD 4.5). Most (60%) had moderate learning disabilities with 40% 
having mild learning disabilities (American Psychiatric Association, 1994, 
Diagnostic and Statistical Manual of Mental Disorders (DSM-IV)).
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3.2 The design
This study used a repeated measures experimental design. Five video clips of 
different emotions were presented to participants and they were asked to identify 
the emotions using five different question types.
3.3 The environment
One manager oversees the two centres, with the team of staff working in both 
sites, which are approximately 10 miles apart. The researcher interviewed the 
manager of the day centres and possible participants were identified. The majority 
of participants came from the larger day centre and data collection here took six 
days. The data collection at the smaller day centre took one day. Room availability 
varied throughout the month of data collection. The rooms were quiet, well-fit and 
approximately 6 meters by 2 meters. Each room had a table and two chairs with 
the researcher and interviewer sitting opposite each other. The television and video 
player were positioned in front of the participant for maximum visibility.
3.4 Materials 
3.4.1 Video
Rojahn et a l (1995), reviewed experimental literature investigating people with 
learning disabilities’ performance on fecial emotion recognition. They concluded 
that happiness appeared in all the studies reviewed. Sadness appeared in 95%; 
anger in 79%; and fear in 58%. After careful consideration the researcher in this 
study chose these most often used emotions and added one other, anxiety or 
worry. These emotions are the ones of most interest to clinical psychologists as
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they are relevant in presenting problems such as depression, anxiety, phobias and 
anger control (aggression and challenging behaviour).
The five emotions needed to be presented visually to the participants and videotape 
was the chosen method of delivery. This would ensure consistency of delivery 
during the 30 interviews.
A compilation of video clips from television drama and an amateur actress was 
used. Initially attempts were made to find examples of all the emotions from 
television drama. However, although the emotion of anger was easily identifiable, 
the other emotions were much less clearly presented and were often heavily 
context laden, vulgar or violent. Therefore the researcher decided to produce her 
own videotape of the four remaining emotions (Appendix I, p.293).
An amateur actress was filmed demonstrating the emotions of happy, sad, worried 
and frightened. The happy scene involved a close up shot of the actress smiling, 
laughing and nodding her head. The sad scene was a close up shot of the actress 
crying, using a handkerchief and shaking her head. The worried scene was an 
upper body shot of the actress wringing a handkerchief looking at her watch and 
searching around with a frown. The frightened scene involved an upper body shot 
of the actress calmly reading a book. A veiy loud noise off camera makes the 
actress ‘jump’ and look afraid.
The emotion of anger was selected from an episode of Eastenders (aired BBC 1, 
3/4/2004). The clip involved close up action of two young men, one shouting and 
pushing the other, before walking away. The five, 10 second clips of happy, sad, 
worried, frightened and angry, were then placed onto videotape by the staff at the 
University.
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3.4.2 Measures
3.4.2.1 Wechsler Adult Intelligence Scale-BI-UK
Researchers (e.g., Shaw & Budd, 1982; Clare & Gudjonsson, 1993) have reported 
a relationship between cognitive ability and acquiescence. In order to assess 
cognitive ability the Verbal IQ scale of the WAIS-in was used. This assessment 
method was chosen for a number of reasons including:- the relative ease and speed 
of administration; its widespread use; norms developed from the British 
population; and because it provides reliable results (Tulsky, 2003).
The Verbal IQ scale is made up of six sub-tests:- vocabulary, similarities, 
arithmetic, digit span, information and comprehension. The Verbal IQ score is a 
measure of acquired knowledge, verbal reasoning and comprehension of verbal 
information. The Verbal score indicates how well the person performs on tasks 
that require them to listen to questions and give oral responses to them These 
tasks measure skills in understanding verbal information, thinking in words, and 
expressing thought in words.
Depending on the person’s ability the test took between 20 and 30 minutes to 
administer. Time limitations and the need to assess at least 30 individuals meant 
that administration of the complete WAIS-III assessment was not practically 
possible. As the study focused upon verbal abilities, e.g., comprehension, attention 
and concentration rather than skills within the Performance scale, only the Verbal 
IQ sub-tests were administered. However, it was felt that this would provide 
sufficient information for the purposes of this study.
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3A2.2 Interview schedule
The question response formats which made up the interview schedule were 
derived from two sources: a literature search of existing formats in commonly 
used tools and a pilot survey questionnaire with clinical psychologists (Appendix 
II, pp.294-297).
The pilot survey involved five clinical psychologists (with between five and 13 
years experience). The questionnaire was designed to explore what style of 
questions psychologists used to assess emotional state in people with learning 
disabilities. The most commonly used question styles of open-ended, closed and 
line drawings were selected for inclusion in the study. A new response format was 
created using a closed question style with a multiple-choice response format. 
Thus the person was asked ‘was she sad?’ with the options of not at all, a little 
and a lo t In order to detect acquiescence item reversals were used on this 
question. Each participant was asked two versions of this question, one where a 
positive response was correct, and the other where it was incorrect. This question 
format was labelled verbal multiple-choice (VMC). The literature identified 
either-or and photographs as additional possible question response formats.
However, it should be noted that psychologists reported using more than one 
method to elicit information about the emotional state of the individual. They 
used observation, narrative, sign language, modeling and formal assessment 
techniques. The Hospital Anxiety and Depression Scale (HAPS, Zigmond & 
Snaith, 1983), for example, with a multiple-choice format, was used as a self- 
report questionnaire.
Each schedule consisted of five questions, each using a different format. The first 
question was presented immediately following the first video clip and so on until
all five clips and questions had been delivered. The researcher recorded each 
answer given before the next video clip was shown. The schedules are provided in 
Appendix III, pp.298-307.
The order of question format presentation changed from participant to participant 
to overcome the problems of order effects. The interview schedule sheets were 
counter-balanced. Thus the order of presentation of the five question formats was 
rotated five times (formats A, B, C, P , and E), For example:- participant one was 
asked the open-ended question first; participant two was asked it last; participant 
three was asked it fourth; participant four was asked it third; and participant five 
was asked it second. The open-ended question returned to the first question for 
the sixth participant As there were 30 participants, five would receive the same 
order of question response format presentation.
Further counter balancing measures took the form of creating two versions of the 
interview schedules A, B, C, D and E. The VMC question response format was 
made up of two separate questions in order to test for acquiescence. The order of 
the correct response for this question format was reversed in the second version. 
Thus, the first question on form A1 was ‘did she feel worried?’, which always 
required a ‘yes’ response to be correct. The second question on form A1 was ‘did 
she feel happy?’, which always required a ‘no’ response to be correct Happy was 
chosen as it was an incompatible emotion to worried. Conversely, on form A2, 
the first question for the VMC question format was ‘did she feel happy?’ which 
always required a ‘no’ response to be correct. The second question on form A2, 
‘did she feel sad?’ always required a ‘yes’ response to be correct This was to 
ensure that the participant did not always receive the question containing the 
correct answer first.
In addition the either-or question response format was counter-balanced in the 
two versions of the interview schedule (A1 and A2, etc.). Again, this was to 
ensure that the participant did not always receive the question containing the 
correct answer first.
Open-ended question
As recommended by Finlay & Lyons (2001) the open-ended question in this study 
was designed with linguistic simplicity for ease of comprehension. The question 
was simply ‘how did she/he feel?’
Photograph question
A review of the literature suggested a number of possible photographic sources to 
use in the study. These included:- Unmasking the Face (Ekman, 1975); Caron, 
Caron & Myers (1985); ColorCards-Emotions (Harrison, 1996); Exploring Your 
Emotions, (Holland, Payne, & Vickery, 1998); Picture This (1999); Social Skills 
Training Pack, (Spence, 1980); and popular magazines. Three photographs were 
selected from ColorCards-Emotions (Harrison, 1996) to represent the emotions of 
happy, sad and worried. Permission to use the photographs for research purposes 
was obtained from Speechmark Publishing Limited (Appendix IV, p.308).
The ColorCards-Emotions photograph of angry was judged to be ambiguous and 
the pack did not include the emotion of frightened. The researcher, therefore, 
took photographs of friends in angry and frightened poses herself (Appendix V, 
p.309). These photographs of angry and frightened were enlarged to a similar size 
to the ColorCards-Emotions photographs, mounted on white card and laminated.
The five photographs were set out in front of each participant. The question was 
‘how did she/he feel? Please point.’ As this was an investigation into non-verbal 
response formats, the researcher did not tell the participant which emotion each 
photograph represented.
Line drawing question
The line drawing question used five symbols in common use denoting the 
emotions of happy, sad, worried, frightened and angry (Appendix VI, p.310) 
from the pack Writing with Symbols (2000). The symbols are designed to 
augment communication for people with physical and learning disabilities who 
have limited verbal ability. All five symbols appeared on one sheet of paper 
which was placed in front of the participant. The participant was asked ‘how did 
she/he feel? Please point.’ As above this was an investigation into non-verbal 
response formats, so the researcher did not tell the participant which emotion 
each line drawing represented.
Verbal multiple-choice (VMC) question
In the field of learning disabilities the most frequently used technique to detect 
acquiescence is item reversal, where acquiescence is indicated when participants 
contradict themselves by giving ‘yes’ answers both to an original question and its 
reversal (Matikka & Vesala, 1997). The verbal multiple-choice question in this 
study was designed as a pair of questions with logically opposite wording in order 
to detect acquiescence. There was a three-point response format, thus possible 
scores were 0 (not at all), 1 (a little) or 2 (a lot). Two-point scales had been 
criticized for leading some people with learning disabilities to respond in an 
acquiescent manner (Flynn, 1986). Four-point scales have been found to have a
low test-retest reliability (Lindsay & Michie, 1988) and to require a high memory 
capacity. Therefore, a three-point scale was chosen for this study.
The multiple-choice question was presented orally and was designed to reduce 
the likelihood of acquiescence bias, whilst not being too complex to understand. 
The three response options were read by the researcher immediately following the 
question.. For example, the participant was asked ‘did she feel worried, not at all, 
a little or a lot,’ followed by ‘did she feel happy, not at all, a little or a lot.’
Acquiescence is identified if a participant replied in the positive to both versions 
of the question. The question response format did not request the words ‘yes’ or 
‘no.’ Therefore, in order to detect possible acquiescence, a score of 0 was taken 
as ‘no’ and scores of 1 or 2 were taken as ‘yes’(see below).
Either-or question (also known as forced choice)
The either-or question was design to be short and simple to avoid the problems of 
over complex language. For example, the participant was asked ‘did she feel 
angry or happy?’ An incompatible emotion of either happy or sad was used with 
the correct emotion. The order of presentation was reversed in the second version 
of each form (A, B, C, D, and E). This was to counterbalance for order effects.
3.4.3 Pilot study of test materials
A pilot study was devised to assess the validity of the test materials. The materials 
were presented to 10 members of the local Community Team for People with 
Learning Disabilities. A simple score sheet (Appendix VII, p.311) was devised by 
the researcher. Team members were shown the videotape of the five clips of 
happy, sad, worried, frightened and angry. They were then asked to record what
emotion they thought was being displayed. The line drawings and photographs 
were also set out and the team members were asked to record the emotions on 
display.
The results suggested an overall accuracy rate of 86.6%. A breakdown of the data 
from the videotape suggested that the frightened clip was the hardest to assess, 
with an accuracy rate of 70%. The line drawing data suggested the most difficult 
emotion to identify was that of worried, with an accuracy rate of 70%. The 
photographs were the most difficult to assess. A 70% accuracy rate was achieved 
for the sad photograph, and the worried photograph only achieved a 50% 
accuracy rate. This was surprising given the fact that ColorCards-Emotions pack 
is widely used in work with people with learning disabilities. An alternative 
photograph of worried was created, but this only achieved a recognition rate of 
40%, therefore the original ColorCards photograph was retained.
3.5 Procedure
3.5.1 Ethical approval
All research projects conducted within the NHS Trust must gain approval through 
the Local Research Ethics Committee. Approval was given to the research project 
in January 2004 (Appendix VIII pp.312-314).
3.5.2 Recruitment
The researcher gained verbal approval to approach the manager of the day centres 
from the Locality Manager. The manager met with the researcher to discuss the 
logistics of completing the study. She agreed to provide a list of approximately 40 
people with learning disabilities who might be willing to take part in the study.
Although the design of the study called for 30 participants, 40 names were 
requested to allow for people refusing to take part, illness or holidays. These 
people were given die Participant Information Sheet (see below). Key workers 
distributed these sheets and gave the people with learning disabilities an 
opportunity to discuss the study. Many people shared the information with people 
at home. One parent phoned the day centre to discuss the proposed study.
Recruitment of each person took place on the day of data collection. The 
researcher identified the whereabouts of a potential participant and asked them if 
they would be willing to take part in the study. If willing the participant was then 
taken to a room set aside for the study. Only one potential participant decline to 
take part in the study.
3.5.3 Participant information sheet and consent form
Guidelines for researchers are provided by the Ethics Committee. These 
guidelines were followed to produce a Participant Information Sheet and a 
Consent form (Appendix IX, pp.315-316). The Participant Information Sheet was 
given to potential candidates one week before the study was due to begin. The 
Consent form was introduced to the participant on the day of the interview.
3.5.4 The interview
The researcher introduced herself and confirmed the name of the participant. 
Whilst showing the person the sheet, the researcher asked ‘did you get the 
Participant Information Sheet?’ The details were read out, whether or not the 
person could remember seeing the sheet. The researcher went on to talk about the 
Consent form. Each point was read out and the person asked ‘would you like to 
ask a question?’ The participant was reminded that they could leave the room at
anytime. Finally, they were asked to sign the Consent form. No one declined to 
continue with the study.
The first part of the interview involved the completion of the WAIS-I1I Verbal IQ 
sub-tests. The researcher said ‘first, I would like to ask you some questions, 
before we watch the video.5
The interview schedule sheet (Appendix III, p.298) was used to record the 
answers given. The first video clip was played, paused and the question read out. 
Then the second video clip was played, paused and question asked, and so on 
until all five video clips had been played and the questions asked. The line 
drawings and photographs were set out for each participant before the videotape 
was played. The person was asked ‘how did she/he feel? Please point.5 If the 
researcher was interrupted before she had finished reading the question, which 
occurred with the VMC question, it was repeated with the prompt ‘please listen to 
the whole question before you answer.5 Questions was not rephrased but were 
repeated once if requested or no reply was received. The interview took 30 to 40 
minutes to complete.
3.5.5 The data
The responses were recorded on the interview schedule sheet. All of the answers, 
with the exception of the open-ended question response format, were numerical 
and unambiguous in interpretation. However, the open-ended question produced a 
number of different responses, other than happy, sad, worried, frightened or 
angry. Various responses were also given at the time of the pilot survey of the test 
materials, before the main data collection began. The researcher decided, at that 
time, what was an acceptable variation for each of the emotions. For example,
scared, fear, shock and startled were accepted as correct for the emotion 
frightened (Appendix X, p.317, Acceptable variations for each emotion).
The inter-rater reliability of the results for the open-ended question response 
format was assessed by giving the responses to another clinical psychologist for 
coding. The open-ended question and replies for each participant were provided 
along with the responses judged to be acceptable and therefore correct. The 
clinical psychologist was asked to score the 30 interview schedule sheets. There 
was 100% agreement for the scores on the open-ended question response format.
There were three occasions, out of a possible 180 (1.6%), when the participant 
did not answer the question asked. These missing data points were recorded in the 
data file as the number nine. One participant replied ‘don’t know’ to an either-or 
question. Another participant failed to provide either 1, 2 or 3 in answer to the 
two questions that made up the VMC question format.
4. Results
4.1 Descriptive results
It was not clear, from a visual inspection of the graphs, if the continuous variables 
could be described as normally distributed. Therefore, a Kolmogorov-Smimov 
statistical analysis was completed to test for normal distribution. The results 
suggested that only age and Overall Verbal IQ were normally distributed.
Table 1. Tests of Normality. Kolmogorov-Smimov Results
df Significance
Verbal IQ 30 n.s.
Age 30 n.s.
Number of Correct Answers 30 p<0.01
Verbal IQ - Sub-tests
Vocabulary 30 p<0.01
Similarities 30 p<0.01
Arithmetic 30 p<0.01
Digit Span 30 p<0.01
Information 30 pcO.Ol
Comprehension 30 p<0.01
These results suggested that non-parametric tests would be appropriate for the 
analysis of statistical data. All other variables were categorical.
4.2 Scoring
For each answer, a score of one was allocated for an incorrect answer and two for 
a correct one. Although there were five question types, the VMC question was 
made up of two parts (a and b), therefore, there were six possible answers. A new 
variable was created to provide data for an Overall VMC answer. Thus one was 
assigned if either of the two answers were incorrect and two assigned if both 
questions were answered correctly. This variable was labelled as Overall VMC.
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In order to be able to detect acquiescence a new variable was created and labelled 
acquiescence. One was assigned where the participant had answered both 
questions with replies equivalent to a yes. A number two meant that the participant 
used both yes (a little or a lot) and no (not at all) in their answers to the two 
questions.
In order to compare the five emotions, happy, sad, worried, frightened and angry, 
additional variables were created that demonstrated if the participant correctly 
identified the emotion on display in the video. This was a composite score covering 
the range of question types for each single video clip.
4.3 Comparison of the five question formats
The major research question was to compare five different question response 
formats (open-ended, line drawing, VMC, photographs and either-or) to 
investigate if one format could produce greater accuracy when asking people with 
learning disabilities about the emotional state of another person. As can be seen 
from Table 2, either-or questions were answered correctly in 100% of cases, with 
the next most successful being the VMC a) and b) questions (72% and 76%). The 
least successful were line drawing and photograph question formats (60.7% and 
46.4% respectively).
A Cochran test which evaluated differences in proportions amongst the five 
question response formats was completed and the result was significant (%2(5, 
N=28)= 21.22, /K0.01, Table 2). This result suggested that there was a difference 
somewhere, but not where.
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Table 2. Cochran Test - Frequencies *
Question Response Format Correct Incorrect %
Correct
Open-ended 18 10 64.2
Line drawing 17 11 60.7
Verbal Multiple-Choice a) 21 7 72
Verbal Multiple-Choice b) 21 7 76
Photographs 13 15 46.4
Either-or 28 0 100
*Participants = 28 because of missing data
As the Cochran test was significant, a McNemar’s non-parametric follow-up test 
was conducted to compare proportions between pairs of question types. The 
results for the five pair-wise comparisons are shown in Table 3. The results 
indicated that the either-or question response format was significantly more 
accurate than every other question format in eliciting the correct response from 
participants (p<0.01). The results also suggested a significant relationship between 
the VMC question a) and b) and photographs. The closed question style with a 
multiple-choice response format was significantly more accurate than the 
photograph format {p <0.05). The open-ended, line drawing and photograph 
question formats were not shown to differ significantly from each other.
As some of the significant results found using the McNemar’s test might be due to 
having carried out multiple tests, the Holm’s sequential Bonferroni’s correction 
method (1979) was completed on the test results (Appendix XI, p.318). This 
procedure revealed that the either-or question response format was indeed 
significantly better at gaining an accurate response in all formats with the exception 
of the VMC. The significant relationship between the VMC questions a) and b) 
and photographs was not found following the Bonferroni’s correction method.
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Table 3. P Values McNemar Test - Question Response Format
Question Format Open-
ended
Line
drawing
VMC a) VMCb) Overall
VMC
Photo­
graphs
Either-
or
Open-ended
- - - - - - -
Line drawing
1.000 - . ~ - - - -
VMC a)
0.581 0.607 - - - - -
VMC b)
0.424 0.344 - - - - -
Overall 
VMC score
0.454 0.0454 - - - - -
Photographs
0.302 0.359 0.039* 0.022* 1.000 - -
Either-or
0.002**
#
0.001**
1
0.016** 0.016** 0.000**
#
0.000**
#
-
** Significance p<0.01 f Significant following Bonferroni’s correction method
*Significance p<0.05
4.4 The relationship between cognitive ability and acquiescence
The VMC question format was designed using pairs of questions with logical 
opposites to detect for acquiescence. Acquiescence is identified if the answer to 
both questions was yes. Thirteen (45%) of the participants gave acquiescent 
responses, that is, answered yes to both questions, and 16 participants showed no 
acquiescence.
A Mann-Whitney U test was conducted to evaluate the hypothesis that people who 
were acquiescent would also demonstrate lower cognitive ability. This finding was 
demonstrated by, for example, Shaw & Budd (1982). The results of the test were 
not significant, (z (13,16) = - 0.286, p  = 0.775, one tailed test), for overall Verbal 
IQ. Table 4 shows the means and distributions of the scores on the Verbal IQ and
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the six sub-tests measures for the acquiescent and none-acquiescent groups. These 
results did not demonstrate a relationship between cognitive ability and 
acquiescence.
Table 4. The Results of the Mann-Whitney U Analysis Comparing Verbal IQ 
Scores of Acquiescent and Non-acquiescent Groups.
Variable Mean
Acquiescent
group
Mean
None-Acquiescent 
group
U P
Verbal IQ (overall) 54.7 55.3 97.5 p  = 0.775 
n.s
Verbal IQ Sub­
tests
Vocabulary 2.0 2.1 90.5 p = 0.511 
n.s.
Similarities 1.7 1.5 93.0 p  = 0.520 
n.s.
Arithmetic 1.5 1.4 100.5 p  = 0.859 
n.s.
Digit Span 2.7 3.1 92.0 p  = 0.591 
n.s.
Information 2.8 2.9 94.5 p = 0.664 
n.s.
Comprehension 2.2 2.4 85.5 p  = 0.360 
n.s.
4.5 The relationship between cognitive ability and overall success
An overall total number of correct answers variable was also calculated for each 
participant to enable the researcher to establish if there was a relationship between 
cognitive ability and success overall. The means of both the Verbal IQ and the 
Number of Correct Answers (or overall success) were calculated. The Verbal IQ 
had a mean of 54.8 (SD 4.5, range 17). The Number of Correct Answers (or 
overall success) had a mean of 3.97 (SD 1.2, range 5).
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Table 5 shows the results o f a Spearman’s Rank Order Test. The results indicated 
that there was no relationship between Verbal IQ and the total number o f correct 
answers achieved (r = (30) = 0.292, p  = 0.118, 2-tailed test). However, the result 
for the Comprehension sub-test and total number o f correct answers did approach 
significance (p = 0.059).
Table 5 Verbal IQ and Number o f Correct Answers. Spearman’s Rank Order Test 
- Correlation Coefficients and P Values
Verbal IQ and Number o f  
Correct Answers N
Spearman’s Rank Order 
Test Correlation 
Coefficient
P
Verbal IQ 30 0.292 p = 0.118 n.s
Verbal IQ Sub-tests
Vocabulary 30 0.181 p  = 0.339 n.s
Similarities 30 0.292 p  = 0.118 n.s
Arithmetic 30 -0.131 p  = 0.490 n.s
Digit Span 30 0.163 p  = 0.390 n.s
Information 30 0.195 p  = 0.301 n.s
Comprehension 30 0.349 p  = 0.059 n.s
4.6 Comparison o f the five emotional states
As described in section 4.2 additional variables were created in order to 
investigate differences between the five emotions:- happy; sad; worried; 
frightened; and angry. These variables used categorical data to demonstrate if  the 
participants correctly identified the emotion. Thus one was assigned if the 
participant gave an incorrect answer to the happy question format and two if their 
answer was correct. The total number o f correct and incorrect scores for each 
emotion and question response format can be found in Table 6.
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Table 6. Total Number of Correct (V) and Incorrect (x) Scores for Each Emotion
and Question Response Format.
Question Response format
Emotion Open-
endec
Line
drawing
Overall
VMC
Photographs Either-or
✓ X ✓ X S X S X ✓ X
Happy 6 0 6 0 2 4 3 3 6 0
Sad 5 1 6 0 2 4 5 1 6 0
Worried 0 6 0 6 2 4 1 5 6 0
Frightened 1 5 5 1 3 3 1 5 5 *
Angry 4 2 1 5 4 2 3 3 6 0
* = Missing data
The frequency and percentages of correct and incorrect answers for the emotion 
questions are shown in Table 7. These percentages suggest that the happy and sad 
emotions were the easiest of the five emotions to correctly identify with the 
worried and frightened emotions the hardest.
Table 7. Frequency and Percentage of Correct and Incorrect Answers
Correct Incorrect
Emotion Frequency Percentage
Correct
Frequency Percentage
Incorrect
Happy 24 80 6 20
Sad 25 83 5 17
Worried 11 37 19 63
Frightened 15 50 15 50
Angry 18 60 12 40
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A Cochran non-parametric test, which evaluated differences in proportions 
amongst the five emotions was completed and the result was significant (x2 (4, N= 
30) = 19.34, p<0.01). This result suggested that there was a difference somewhere 
but not where the difference lay.
As the Cochran test was significant, a McNemar’s non-parametric follow-up test 
was conducted to evaluate comparisons between pairs of proportions. The results 
for the five pair-wise comparisons are shown in Table 8.
Table 8. P Values McNemar Test Statistics - Emotion
Emotion
Happy Sad Worried Frightened Angry
Happy - - - - -
Sad 1.000 - - - -
Worried 0.004**
#
0.001**
f
- - -
Frightened 0.035* 0.021* 0.503 - -
Angry 0.109 0.092 0.143 0.508 -
** Significance/K0.01 f Significant following Bonferroni’s correction method
* Significance p<0.05
The results indicated that the emotions of happy and sad were significantly easier 
for the participants to identify than worried and frightened emotions (p < 0.01).
As some of the significant results found using the McNemar’s test might be due to 
having carried out multiple tests, the Holm’s sequential Bonferroni’s correction 
method (1979) was completed on the test results (Appendix XI, p.318). This 
procedure revealed that the emotions of happy and sad were significantly easier for 
the participants to identify than the worried emotion.
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4.7 Recency effects
Heal & Sigelman (1995) used the either-or response format to check for recency 
effects. This study was also designed to detect for this phenomenon. However, as 
the results for the either-or question were 100%, it is not appropriate to do so.
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5. Discussion
5.1 Comparison of five question format
This study was designed to investigate if one question response format could 
produce greater accuracy when asking people with learning disabilities about the 
emotional state of another person. The results suggested that people with learning 
disabilities produced the greatest number of correct answers when asked a 
question using an either-or (100%) or VMC response format (question a) 72% and 
b) 76%). This suggested that these response formats might be useful when 
conducting therapy. However, it should be noted that only the either-or response 
format performed significantly better when a Bonferroni correction was carried out 
on the results. The remaining question response formats were not found to be any 
better than the others at gaining correct responses from the participants.
Although both VMC a) and b) questions were answered well when considered 
individually, inspection of the Overall VMC score revealed that only 50% of the 
participants gave the correct answer when the two questions, a) and b) were 
considered together. This might have been caused by the use of item reversal. It is 
possible that the participants thought that they had given the wrong answer the 
first time and that was why the question was repeated. The VMC was the only 
question to contain two questions and this might have caused uncertainty. The 
Overall VMC score of 50% might be a more accurate reflection of how well 
people were performing as this score took into account those people who said yes 
to both questions (acquiescence) and discounted their answers.
The VMC questions were answered well individually but not as well as the either- 
or questions. This might have been due to the use of a three point multiple-choice 
scale. Although the multiple-choice question format is thought to overcome 
problems with acquiescence and recency effects (Finlay & Lyons 2001), it has also
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been criticised for being linguistically complex and difficult to comprehend. The 
researcher found that participants would give an answer before she had finished 
reading the question. When prompted to wait until the complete question had been 
given, the participants would sometimes change their answer. This might be an 
indication of confusion. These findings suggest that it might be better to use a 
single verbal multiple-choice response format.
5.2 Cognitive ability and acquiescence
Gray et al (1983), Shaw & Budd (1982) and Sigelman et a l (1981b) 
demonstrated a relationship between cognitive ability and acquiescence. Shaw & 
Budd (1982) reported that people with lower IQ scores were more likely than 
higher IQ respondents to contradict themselves in response to oppositely worded 
question pairs. This study did not demonstrate a strong relationship between 
cognitive ability and acquiescence. This finding supports that of Matikka & VesaJa 
(1997) who found no significant correlation between acquiescence and level of 
learning disabilities. Eighty-three percent of their group were described as having 
mild to moderate learning disabilities.
There might be a number of different reasons for this contradictory result. The 
participants in this study might have been a more homogenous group (mean IQ 
54.8, range 48-65) in terms of IQ, compared to the people with learning disabilities 
in other studies (Gray et a l (1983), IQ range 41-87; Shaw & Budd (1982); mean 
IQ 49.3, range 41-77; Sigelman et a l (1981b), mean IQ 42, range 25-69).
The various methods of calculating IQ may also account for the differences found. 
Shaw & Budd (1982) did not state how IQ was calculated but noted that the most 
recent IQ was taken from the participant’s file. Sigelman et a l (1981b) used the 
most recent full scale IQ available. Different cognitive assessments may not be 
reliably compatible with each other, might have been completed at different times
269
and by different examiners. This study used only the WAIS in  Verbal IQ, although 
one might expect the Verbal IQ to show more of a relationship as the skills tested 
in this research are verbally based. These variations mean that it is difficult to 
compare the abilities of the groups involved in the different studies.
In addition, the questions used in the present study might have been more readily 
understandable because of their simple phrasing; therefore, a higher number of 
participants in the group were able to answer the questions correctly. Shaw & 
Budd (1982) asked two complex questions around 24 kinds of target behaviours, 
for example, ‘are you allowed to leave the workshop without asking?’ and ‘is it 
against the rules to leave the workshop without asking?’ Sigelman et al (1981b) 
also asked rather complex questions, such as ‘are you usually by yourself?’ and 
‘are you usually with other people?’ although they were presented separately.
5.3 Cognitive ability and overall success
As with the previous research question, this study did not find a relationship 
between cognitive ability (measured by Verbal IQ) and overall success (measured 
by total number of correct answers). This is counter to what might be expected, 
and similar reasons to those given above may account for this.
The result from the Spearman’s Rank Order Test for the Comprehension sub-test 
and overall success did approach significance (p = 0.059). Participants who gained 
higher scores on the Comprehension sub-test also gained higher overall success 
scores. The Comprehension sub-test specifically measured ability in common-sense 
reasoning and the ability to exercise social judgement in practical situations. These 
skills might also assist in understanding questions about the emotional state of 
other people.
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5.4 Acquiescence
The VMC question response format was designed using pairs of questions with 
logical opposites to detect for acquiescence. Acquiescence is identified if the 
answer to both questions is yes. The study found that 45% of participants 
demonstrated acquiescence. Sigelman and her colleagues found that people with 
learning disabilities contradicted themselves in opposite question pairs almost half 
the time (39.6% to 50.9%). Matikka & Vesala (1997) noted that studies suggested 
acquiescence rates might vary between 35% and 50%. The results of this study 
would concur with these findings.
The VMC question format was designed to avoid the complex grammatical 
concepts and sentence construction shown to be so problematic in people with 
learning disabilities. This might have helped to reduce acquiescence but it was still 
found to be present. However, it might be argued that the three-point scale used in 
thei VMC question response format still could have been confusing for the 
participants because so much information had to be held before the answer could 
be given. The confusion may have led some participants to say yes because they 
were unsure of what to say.
5.5 Comparison of the five emotional states
This study was also designed to identify if people with learning disabilities could 
more readily comprehend one emotional state, above others. The emotional states 
were chosen on the basis that these were the emotions that clinical psychologists 
were most interested in within the therapeutic setting. The results suggested that 
there were differences between the various emotions in this study. Happy and sad 
were correctly identified most frequently and therefore seemed to be the easiest of 
the five emotions to recognize in another person. The most errors were found in
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the emotions of worried and frightened, suggesting that these may be the most 
difficult to recognize in others.
However, the researcher should make a cautionary note. The pilot survey results 
with people without learning disabilities that gauged ability to correctly identify the 
emotions from video, line drawings and photographs, also suggested that worried 
and frightened were the most difficult emotions to identify. It might be that these 
emotions are intrinsically more difficult for all people to correctly identify in 
someone else - or it may be that the materials used in this study were not clear 
enough to be recognized as the emotion they were meant to represent. Therefore 
further research is needed using materials judged to be equally clear.
5.6 Verbal verses non-verbal question formats
Research findings elsewhere have suggested that questions presented with line 
drawings or photographs may be easier for some people with learning disabilities 
to respond to accurately (Gray et ah, 1983; McKenzie et al., 2000; Wadsworth & 
Harper, 1991). This study included two question formats with a non-verbal 
response (pointing) to either line drawings or photographs. The results indicated 
that these question response formats were not superior in eliciting accurate 
responses from participants in this study. However, further research is necessary to 
explore if they could be helpful when used in conjunction with verbal question 
formats, rather than on their own.
6. Limitations and suggestions for future research
6.1 Accuracy, reliability and validity
When interpreting the results of this study it is important to bear in mind the 
definitions of accuracy, reliability and validity. Participants may have answered the
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either-or question correctly, however, the accuracy of the measure cannot be 
known. Accuracy can be defined as ‘the extent to which observed values 
approximate the “true” state of nature’ (Johnston & Pennypacker, 1993, p.138, 
cited Cone in Bellack & Hersen, 1998). Cone (cited Bellack & Hersen, 1998) 
noted that it is not possible to assess the extent of control private behaviour exerts 
over public behaviour. Although an answer of ‘sad’ to the question ‘did she feel 
happy or sad?’ may be correct, this does not necessarily mean the answer was 
accurate. If an observation of a behaviour is a result of the behaviour’s occurrence, 
the observation can be said to be accurate. The most accurate observations are 
those influenced by the behaviour alone. Unfortunately with self-report questions 
we do not have a way of knowing if the person really thought, in this study’s case, 
that the actress was sad. Indeed the either-or question format may have put the 
idea of the actress being sad or happy into the mind of the participant.
Two things are needed to establish accuracy - an incontrovertible index of 
behaviour and rules for using the measure. The latter was possible in this study by 
writing down the words used in the question to ensure consistency. These can be 
delivered with a high degree of fidelity. However, the need for incontrovertible 
indices is far harder to establish. Establishing what is ‘realty true’ about someone 
else’s thoughts is much more difficult, unless the self-reports refer to behaviours 
that others can see. Thus, in a clinical setting, if a person stated that they were 
‘sad’ when, for example, someone died, this could be checked by asking others 
about the person’s behaviour at that time.
Reliability relates specifically to the repeatability of scores. Thus, if repeated 
observations of the same phenomenon agree, they are said to be reliable (Cone, 
cited Bellack & Hersen, 1998). First a measure must faithfully represent some 
aspect of reality. Measures that do this are said to be accurate. If the measure 
remains accurate it is said to be reliable. Reliability does not relate to what ‘really’ 
occurred - butonty that the measurement is consistent over time. A measure may
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not be accurate, but if the errors are consistent the scores would be termed 
reliable.
Cone (cited Bellack & Hersen, 1998) noted that there would be times when 
accuracy and reliability were difficult to determine, as in this study. Johnston & 
Pennypacker (1993, cited Cone in Bellack & Hersen, 1998) argue that this does 
not mean to say data produced is worthless. It does mean that the researcher has 
to convince others of the usefulness of the data. They suggested inter-observer 
agreement as one way of enhancing the believability of data for which accuracy 
and reliability cannot be established.
Validity is defined as whether a test measures what it is supposed to measure 
(Anastasi, 1988, cited Cone in Bellack & Hersen, 1998). There are a number of 
different types of validity and these will be considered briefly. Face validity refers 
to whether the measure looks like it can be put to particular uses. Content-related 
validity involves judgements about whether the measure is composed of stimuli 
calling for construct relevant responses. Other behaviour for which instruments 
might be discriminative include predictions from responses to the test stimuli to 
other types of responses, either concurrently available or to be available sometime 
in the future (criterion-related validation), or judgements of whether relationships 
entered into by scores on the test are consistent with theory (construct-related 
validation). Finally, consequential validation deals with the impact (consequences) 
of using the assessment procedure. It asks whether use of the instrument is 
consistent with other social values.
Whatever the type of validation, two major questions about assessment data are 
posed: a) do they represent the subject matter adequately? and b) do they mean 
anything? The first question deals with the extent to which responses on a measure 
are controlled by the variable being assessed. Cone, (cited Bellack & Hersen, 
1998) noted that, in behavioural assessment, this representational validation is
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synonymous with accuracy. Thus in the current study data exists. However, it 
might be argued that data does not relate to the subject matter, that is, what a 
participant understands about someone else’s emotional state. The data, therefore, 
might be said to be meaningless, that it does not have any significance.
Although all of the participants gave correct responses to the either-or question 
this does not mean the responses were necessarily accurate nor could be repeated 
on another occasion (reliable). Further research is needed to establish the reliability 
of these question types (for example, using the same test at two different times) 
and their validity (for example, comparing informant reports of a person’s 
emotions with their self-reports under different questioning conditions). Useful 
follow-up studies to the current one would look at these issues for either-or and 
verbal multiple choice formats.
6.2 Assessment of emotion in oneself
This study investigated the ability of people with learning disabilities to assess 
emotional states in another person. It was designed in this way due to the need for 
an external criterion for comparison. It is now necessary to see if this group 
demonstrates the same ability when assessing their own emotions. It may be more 
difficult to recognize emotions in yourself The lack of research in this area 
suggests such an investigation is difficult to do. This might be achieved by 
recruiting both carers and people with learning disabilities. Carers could provide 
examples of events in the recent past that elicited the various emotions such as 
happiness or anger. Questions posed to the person with learning disabilities could 
then be based around these events to gauge if the person was able to recognize 
these emotions in themselves. For example, questions might be ‘you had a party, 
how did it make you feel?’ or ‘did you feel anger when Beth hit you?’
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6.3 Verbal multiple-choice format
A possible limitation of this research was that the VMC question response format 
did not use the yes-no format used by many of the other research studies. This 
made comparison of the results more problematic. However, since the results for 
acquiescence were similar to those reported in other studies this might be an 
indication that the formats were comparable after all
6.4 Variety of question formats used by Clinical Psychologists
It is unlikely that one or two question response formats, such as either-or or closed 
questions, would be sufficient for Clinical Psychologists to explore feelings within 
a therapeutic setting. Future research could involve making recordings (audio or 
video) of psychologists during therapy sessions. These tapes could then be 
analyzed to reveal what methods are being used and how these methods are 
combined in successful outcome.
6.5 Verbal and/or non-verbal question formats
This study purposefully separated verbal and non-verbal question response formats 
in order to gauge which methods, if any, were superior. Research findings 
elsewhere have suggested that questions presented with line drawings or 
photographs may be easier for some people with learning disabilities to respond to 
accurately (Gray et a l, 1983; Wadsworth & Harper, 1991). However, these 
studies used pictures and photographs as prompts and they accompanied a verbal 
question. This might account for the apparent success in these studies, as the 
results were not replicated in the present study. There are a number of reasons why 
the non-verbal response formats in this study were not successful. The materials 
used might have been ambiguous, or pictures of emotions rather than concrete 
representations might be more difficult to comprehend. Future research is
276
necessary to explore whether verbal and non-verbal response formats, used in 
conjunction, are superior at eliciting accurate responses about emotions.
6.6 Other question formats
Time limitations in this study meant that only five response formats were used. 
However, future studies need to investigate the usefulness of the many other 
formats, for example, Likert scales, (such as bar charts), sign language, modelling 
facial expression etc.
6.7 The issue of probability
The five different question response formats presented a number of different 
options for the participant to choose from, for example, the either-or question 
presented two choices, whereas the line drawing and photographs each presented 
five choices. Probability suggests the participants had a 50% chance of getting the 
either-or question correct by guessing but only a 20% chance of getting the line 
drawing question correct by guessing. This could explain why the either-or 
question was more successful in gaining the correct answer. Whilst guessing 
certainty could be a factor in the different numbers of correct answers, particularly 
when there was a range of response options, no one got the either-or question 
wrong. This is unlikely if there was a significant number of participants guessing 
on this particular question format.
7. Clinical implications
The researcher would argue that the data gathered is a contribution to knowledge 
about people with learning disabilities’ ability to identify emotions in others. 
Clinicians need to be aware of the difference between a correct, accurate and a 
valid response. The current study’s data suggested correct results for the either-or
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question format, however, there is no way of knowing if these were accurate and 
valid responses. Did the participant really think the actress was ‘sad’ or was the 
response prompted by asking the question? In the clinical setting a statement ’I feel 
sad/angry’ might be validated with the observation of crying/clenched fists or even 
a heightened pulse rate (with a biofeedback mechanism). Consultation with others 
may also help to validate a person’s responses. However, it could be argued that 
validating a person’s emotions, that is establishing the meaning for that person, is 
the very point of the therapeutic intervention. Establishing what emotions are 
accurate, reliable and valid for that person is the process by which the person 
arrives at meaningful understanding of their own situation.
The results of this study would suggest that, within the presented task, people with 
learning disabilities are able to answer either-or questions with the greatest degree 
of correctness. However, the issue of probability means that the results need to be 
treated with caution. Half of the participants might have got the answer correct by 
chance.
The VMC question response format also produced a large number of correct 
answers, but only when one question (from the pair used) was considered. This 
might suggest that clinicians should minimize the number of questions about the 
same topic, possibly to one, to avoid the possibility of the person contradicting 
themselves. Clinicians need to be mindful of acquiescence influencing the answers 
of this client group. It might be more productive to explore the one answer given, 
for example, ‘did you like meeting people? What did you like about them?’
This study would also suggest that some question response formats might not be 
as good as others at eliciting accurate emotional judgements from people with 
learning disabilities. For example, the open-ended question needs to be used with 
care in the therapeutic setting. Therapists need to check, using additional questions 
(or interviews with others), that the information gained is accurate and valid.
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Pictures (either line drawings or photographs) used on their own, also seem to 
produce less accurate results. Again, they need to be used with care, and possibly 
with a verbal question, although this would need to be established by further 
research.
8. Conclusions
Problems with question response format clearly exist. It is not acceptable to ignore 
the problems. The task is to identify under what circumstances the problems are 
most likely to arise. People with learning disabilities are increasingly expected to 
take an active role in decision-making, and methods must be developed to 
accurately elicit their emotional state. People working with this population need to 
be encouraged to identify what are the most helpful question response formats for 
use within the therapeutic setting.
This study suggested that the either-or question response format is significantly 
better than the open-ended, line drawing and photographs response formats at 
eliciting correct responses for a sample of 30 people with learning disabilities. The 
remaining question response formats (open-ended, VMC, line drawings and 
photographs) were not found to be significantly better than any other.
The issue of probability means that the results need to be treated with caution. Half 
of the participants might have got the answer to the either-or question correct by 
chance. However, this is unlikely as all participants gained the correct answer.
The question response formats used in this study were all designed to be simple in 
their construction. Participants were not asked questions demanding complex 
cognitive processes such as the use of working memory, complex comparisons or 
qualitative/time judgements. Although the question format of either-or may be 
more accurate in enabling some people with learning disabilities to judge someone
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else’s emotional state, the use of structured and semi-structured interview 
questions remains problematic.
The emotions of happy and sad were easier for this group to identify compared to 
the emotion of worried. Happy and sad might also be easier for the general 
population to identify. These emotions are possibly more familiar, more frequently 
used, and might contain fewer facial variations. Given the difficulties in finding 
materials that clearly illustrate these other emotions, clinicians need to use 
additional methods to help some people identify these emotions in others, 
especially when working with common issues around depression (sad), anxiety 
(worry), phobias (frightened), and aggression (angry).
280
9. References
American Psychiatric Association. (1994V Diagnostic and Statistical Manual of 
Mental Disorders (DSMIVV 4th ed. Washington DC: APA.
Anastasi, A. (1988). Psychological Testing (6th ed.). New York: Macmillan.
Antaki, C. & Rapley, M. (1996). Questions and answers to psychological 
assessment schedules: hidden troubles in ‘quality of life’ interviews. Journal of 
Intellectual Disability Research. 40. (5V October, 421-437.
Antaki, C. (1999). Interviewing persons with a learning disability: How setting 
lower standards may inflate well-being scores. Qualitative Health Research. 9, (4), 
July, 437-454.
Arthur, A.R. (1999). Emotions and people with learning disabilities: are clinical 
psychologists doing enough? Clinical Psychology Forum. 132. October, 39-43.
Arthur, A.R. (2003). The emotional lives of people with learning disability. 
British Journal of Learning Disabilities. 31. 25-30.
Bailey, R., Matthews, F. & Leckie, C. (1986). Feeling - the way ahead in mental 
handicap. Mental Handicap. 14. June, 65-67.
Baker, W. & Bramston, P. (1997). Attributional and emotional determinants of 
aggression in people with mild intellectual disabilities. Journal of Intellectual and 
Developmental Disability. 22. 169-185.
281
Beck, A.T., Brown, G.K., Steer, R.A., Eidelson, J.I. & Riskind, J.H. (1987). 
Differentiating anxiety and depression: A test of the cognitive content-specificity 
hypothesis. Journal of Abnormal Psychology. 96. 179-183.
Beck, A.T. & Steer, R.A. (1990). Beck Anxiety Inventory manual. San Antonio, 
TX: The Psychological Corporation.
Beck, A.T., Steer, R.A. & Brown, G.K. (1996). Beck Depression Inventory-II. San 
Antonio, TX: The Psychological Corporation. Harcourt Brace and Company: 
Copyright by Aaron T. Beck.
Benson, B.A. & Fuchs, C. (1999). Anger arousing situations and coping responses 
of aggressive adults with intellectual disability. Journal of Intellectual & 
Developmental Disability. 24. (3). 207-214.
Booth, T. & Booth, W. (1994a). The use of depth interviewing with vulnerable 
subjects: Lessons from a research study of parents with learning difficulties. 
Social Science and Medicine. 39. (3L 415-424.
Booth, T. & Booth, W. (1994b). Parenting under pressure: Mothers and fathers 
with learning difficulties. Buckingham, England: Open University.
Booth, T. & Booth, W. (1996). Sounds of Silence: Narrative research with 
inarticulate subjects. Disability & Society. 11.01. 55-69.
Caron, R.F., Caron, A.J. & Myers, R.S. (1985). Do infants see emotional 
expressions in static faces? Child Development. 56. 1552-1560.
282
Clare, I.C.H. & Gudjonsson, G.H. (1993). Interrogative suggestibility, 
confabulation and acquiescence in people with mild learning disabilities (mental 
handicap): Implications for reliability during police interrogations. British Journal 
of Clinical Psychology. 32.295-301.
ColorCards - Emotions (1996). V. Harrison (Ed), Telford Road, Bicester, 
Oxfordshire, 0X26 4LQ, UK; Speechmark Publishing Ltd.
Cone, J.D. (1998). Psychometric considerations. Concepts, contents and methods. 
In A.S. Bellack & M. Hersen (Eds), Behavioural Assessment. A Practical 
Handbook (4th ed.), pp. 22-24 Boston: Allyn & Bacon.
Coopersmith, S. (1967). The Antecedents of Self-esteem. San Francisco; W.H. 
Freeman & Co.
Conboy-Hill, S. (2001). The cognitive interview: A multipurpose approach to 
interviewing people with learning disabilities. Clinical Psychology. 2. June, 17- 
20.
Conroy, J.W. & Bradley, V.J. (1985). The Pennhurst Longitudinal Study: A 
Report of Five Years of Research and Analysis. Philadelphia; Temple University 
Developmental Disabilities Center.
Cuthill, F., Espie, C.A. & Cooper, S.A. (2003). Development and psychometric 
properties of the Glasgow Depression Scale for people with Learning Disability. 
British Journal of Psychiatry. 182. 347-353.
Dudley, J.R., Calhoun, M.L., Ahlgrim-Delzell, L. & Conroy, J. (1997). A 
consumer satisfaction survey of people with mental retardation and mental illness. 
Psychiatric Services 48, (8), August, 1075-1077.
283
Edmonson, B. & Wish, J. (1975). Sex knowledge and attitudes of moderately 
retarded males. American Journal of Mental Deficiency, 80. (2), 172-179.
Ekman, P. & Wallace, V. (1975). Unmasking the face. A guide to recognising 
emotions from facial expressions. Englewood Cliffs, New Jersey; Prentice-Hall, 
Inc.
Emerson, E., Hatton, C., Bromley, J. & Caine, A. (Eds). (1998). Clinical 
Psychology and People with Learning Disabilities. Chichester; Wiley.
Finlay, W.M.L. & Lyons, E. (2000). Social categorizations, social comparisons 
and stigma: Presentations of self in people with learning difficulties. British 
Journal of Social Psychology, 39. 129-146.
Finlay, W.M.L. & Lyons, E. (2001). Methodological issues in interviewing and 
using self-report questionnaires with people with mental retardation. 
Psychological Assessment 13. f3L 319-335.
Finlay, W.M.L. & Lyons, E. (2002). Acquiescence in interviews with people who 
have mental retardation. Mental Retardation. 40. fU, 14-29.
Flynn, M.C. (1986). Adults who are mentally handicapped as consumers: Issues 
and guidelines for interviewing. Journal of Mental Deficiency Research. 30. 369- 
377.
Flynn, M.C., Reeves, D., Whelan, E. & Speake, B. (1985). The development of a 
measure for determining the mentally handicapped adult’s tolerance of rules and 
recognition of rights. Journal of Practical Approaches to Developmental 
Handicap. 9, 18-24.
284
Glenn, E., Bihm, E.M. & Lammers, W.J. (2003). Depression, anxiety and relevant 
cognitions in persons with mental retardation. Journal of Autism and 
Developmental Disorders. 33. (1L February, 69-76.
Goldberg, D. (1978). General Health Questionnaire. Assessment: A Mental 
Health Portfolio. D. Milne (Ed). Berkshire, England; NFER-NELSON Publishing 
Company Ltd.
Gravestock, S. & Bouras, N. (1997). Emotional Disorders. In G. Holt, & N. 
Bouras (Eds), Mental Health in Learning Disabilities, pp. 17 - 25. Brighton, UK; 
Pavilion Publishing.
Gray, J.M., Fraser, W.L. & Leudar, I. (1983). Recognition of emotion from facial 
expression in mental handicap. British Journal of Psychiatry, 142, 566-571.
Hathaway, S.R. & McKinley, J. (1943). Minnesota Multiphasic Personality 
Inventory: University of Minnesota Press.
Hathaway, S.R. & McKinley, J. (1943, 1989). Minnesota Multiphasic Personality 
Inventory II . J.N. Butcher, W.G. Dahlstron, J.R. Graham, A.T. Kaeminer & B. 
Kaeminer; University of Minnesota Press.
Heal, L.W. & Sigelman, C.K. (1995). Response biases in interviews of individuals 
with limited mental ability. Journal of Intellectual Disability Research. 39. (4L 
August, 331-339.
Hobson, R.P., Ouston, J. & Lee, A. (1989). Recognition of emotion by mentally 
retarded adolescents and young adults. American Journal on Mental Retardation, 
93. (4). 434-443.
285
Holland, A., Payne, A. & Vickery, L. (1998). Exploring Your Emotions. 
Kidderminister; British Institute of Learning Disabilities.
Hollon, S.D. & Kendall, P.C. (1980). Cognitive self-statements in depression: 
Development of an Automatic Thoughts Questionnaire. Cognitive Therapy and 
Research. 4. 383-395.
Holm, S. (1979). A simple sequentially rejective multiple test procedure. 
Scandinavian Journal of Statistics. 6. 65-70.
Johnston, J.M. & Pennypacker, H.S. (1993). Strategies and Tactics of Behavioural 
Research. (2nd ed). Hillsdale, N .J.: Erlbaum.
Kazdin, A.E., Matson, J.L. & Senatore, V. (1983). Assessment of depression in 
mentally retarded adults. American Journal of Psychiatry. 140. (8), August, 1040- 
1043.
Levine, H.G. (1985). Situational anxiety and everyday life experiences of mildly 
retarded adults. American Journal of Mental Deficiency. 90. 27-33.
Lindsay, W.R., Howells, L. & Pitcaithly, D. (1993). Cognitive therapy for 
depression with individuals with intellectual disabilities. British Journal of 
Medical Psychology. 66. 135-141.
Lindsay, W.R. & Michie, A.M. (1988). Adaptation of the Zung self-rating anxiety 
scale for people with a mental handicap. Journal of Mental Deficiency Research, 
32,485-490.
286
Lindsay, W.R., Michie, A.M., Baty, F.J., Smith, A.H.W. & Miller, S. (1994). The 
consistency of reports about feelings and emotions from people with intellectual 
disability. Journal of Intellectual Disability Research. 38. 61-66.
McBrien, J.A. (2003). Assessment and diagnosis of depression in people with 
intellectual disability. Journal of Intellectual Disability Research. 47. (1), January, 
1-13.
McKenzie, K., Matheson, E., McKaskie, K., Hamilton, L. & Murray, G.C. (2000). 
Impact of group training on emotion recognition in individuals with a learning 
disability. British Journal of Learning Disabilities. 28. 143-147.
Malik, P.B., Ashton-Schaeffer, C. & Kleiber, D. A. (1991). Interviewing young 
adults with mental retardation: A seldom used research method. Therapeutic 
Recreation Journal, 25, 60-73.
March, P. (1992). Do photographs help adults with severe mental handicaps to 
make choices. British Journal of Mental Subnormality. XXXVIL 122-128.
Matikka, L.M. & Vesala, H. (1997). Acquiescence in Quality-of-Life interviews 
with adults who have mental retardation. Mental Retardation. 35. (2\ April, 75- 
82.
Mindham, J. & Espie, C.A. (2003). Glasgow Anxiety Scale for people with 
Intellectual Disability (GAS-ID): Development and psychometric properties of a 
new measure for use with people with mild intellectual disability. Journal of 
Intellectual Disability Research, 47. (IT January, 22-30.
287
Moffatt, C.W., Hanley-Maxwell, C. & Donnellan, A.M. (1995). Discrimination of 
emotion, affective perspective-taking and empathy in individuals with mental 
retardation. Education and Training in Mental Retardation and Developmental 
Disabilities. March, 76-85.
Moos, R.H., Gauvain, M., Lemke, S., Max, W. & Mehren, B. (1979). Assessing 
the social environments of sheltered care settings. The Gerontologist, 19, 74-82.
Moss, S., Costello, H. & Prosser, H. (1997). Detecting and Assessing Mental 
Health Problems. In G. Holt, & N. Bouras (Eds), Mental Health in Learning 
Disabilities, pp. 27 - 36. Brighton, UK; Pavilion Publishing.
Moss, S., Emerson, E., Bouras, N. & Holland, A. (1997). Mental disorders and 
problematic behaviours in people with intellectual disability: Future directions for 
research. Journal of Intellectual Disability Research, 41, (6). December, 440-447.
Moss, S., Patel, P., Prosser, H., Goldberg, D.P., Simpson, N., Rowe, S. & 
Lucchino, R. (1993). Psychiatric morbidity in older people with moderate and 
severe learning disabilities (mental retardation). Part I: Development and 
reliability of the patient interview (the PAS-ADD). British Journal of Psychiatry. 
163. 471-480.
Picture This (1999). P.O. Box 2201, Pouthkeepsie, N.Y. 12601, USA; Silver 
Lining Multimedia Inc.
Piers, E.V. & Harris, D.B. (1969). The Piers-Harris children’s self-concept scale. 
Nashville, TN; Counselor Recordings and Tests.
288
Prosser, H. & Bromley, J. (1998). Interviewing people with intellectual 
disabilities. In E. Emerson, C. Hatton, J. Bromley, & A. Caine (Eds), Clinical 
Psychology and People with Learning Disabilities, pp. 99-113. Chichester, UK; 
Wiley.
Moss, S. (2001). The Mini-PAS-ADD An assessment schedule for the detection 
of mental health problems in adults with developmental disabilities. Brighton, 
UK; Pavilion Publishing.
Reed, J. & Clements, J. (1989). Assessing the understanding of emotional states in 
a population of adolescents and young adults with mental handicaps. Journal of 
Mental Deficiency Research, 33.229-233.
Reynolds, W. M. (1989). Reynolds Child Depression Scale: Professional manual. 
Odessa, Florida; Psychological Assessment Resources, Inc.
Rojahn, J., Lederer, M. & Tasse, M.J. (1995). Facial emotion recognition by 
persons with mental retardation: A review of the experimental literature. Research 
in Developmental Disabilities. 16, (5). 393-414.
Ross, E. & Oliver, C. (2003). The assessment of mood in adults who have severe 
or profound mental retardation. Clinical Psychology Review. 23, 225-245.
Rybolt, G.A. (1969). Stability characteristics of the semantic differential 
responses of the mentally retarded. Psychological Reports. 24. 103-108.
Senatore, V., Matson, J.L. & Kazdin, A.E. (1985). An inventory to assess 
psychopathology of mentally retarded adults. American Journal of Mental 
Deficiency, 89. (5), 459-466.
289
Shanly, A. & Rose, J. (1993). A consumer survey of adults with learning 
disabilities currently doing work experience: Their satisfaction with work and 
wishes for the future. Mental Handicap Research. 6. 250-262.
Shaw, J.A. & Budd, E.C. (1982). Determinants of acquiescence and naysaying of 
mentally retarded persons. American Journal of Mental Deficiency. 87. (1\ 108- 
110.
Sigelman, C. K. & Budd, E. C. (1986). Pictures as an aid in questioning mentally 
retarded persons. Rehabilitation Counselling Bulletin. 29. 173-181.
Sigelman, C. K., Budd, E. C., Spanhel, C.L. & Schoenrock, C.J. (1981a). Asking 
questions of retarded persons: A comparison of yes-no and either-or formats. 
Applied Research in Mental Retardation. 2. 347-357.
Sigelman, C. K., Budd, E. C., Spanhel, C.L. & Schoenrock, C.J. (1981b). When in 
doubt say yes: Acquiescence in interviews with mentally retarded persons. Mental 
Retardation. 19. 53-58.
Sigelman, C. K., Budd, E. C., Winer, J.L., Schoenrock, C.J. & Martin, P.W. 
(1982). Evaluating alternative techniques of questioning mentally retarded 
persons. American Journal of Mental Deficiency. 86. 511-518.
Sigelman, C.K., Schoenrock, C.J., Winer, J.L., Spanhel, C.L., Hromes, S.G., 
Martin, R.W., Budd, E.C. & Bensberg, G. J. (1981). Issues in interviewing 
mentally retarded persons: An empirical study. In R.H. Bruininks, C. E. Meyers, 
B.B. Sigford & K.C. Lakin (Eds), Deinstitutionalization and Community 
Adjustment of Mentally Retarded People. Washington, DC; American 
Association of Mental Deficiency.
290
Smyley, S.R. & Elsworth, J.D. (1997). Interviewing clients: A project to explore 
clients views about a change in service provision. British Journal of Learning 
Disabilities. 25. 64-67.
Spence, S. (1980). Social skills training with children and adolescents. The 
NFER-Nelson Publishing Company Group Ltd.
Spielberger, C.D. (1988). State Trait Anger Expression Inventory: Odessa, 
Florida; Psychological Assessment Resources, Inc.
SPSS, (UK) Ltd. (2003). St Andrew’s House, West Street, Woking, Surrey, GU21 
6EP.
Sudman, S. & Bradbum, N.M. (1974). Response Effects in Surveys: A Review 
and Synthesis. Chicago, IL; Aldine.
Szivos-Bach, S.E. (1993). Social comparisons, stigma and mainstreaming: The 
self esteem of young adults with a mild mental handicap. Mental Handicap 
Research, 6, (3). 217-236.
Tulsky, D. & Saklofske, D.H. (Eds) (2003). Clinical Interpretation of the WAIS 
III and WMS III. San Diego, CA, US; US Academic Press.
Wadsworth, J.S. & Harper, D.C. (1991). Increasing the reliability of self-report by 
adults with moderate mental retardation. Journal of the Association for Persons 
with Severe Handicaps, 16, 228-232.
Wechsler, D. (1997). Wechsler Adult Intelligence Scale-Third Edition. UK 
(WAIS-III). The Psychological Corporation; Harcourt Assessment Company.
Wechsler, D. (1999). Wechsler Abbreviated Scale of Intelligence (WASI). The 
Psychological Corporation; Harcourt Brace & Company.
Wehmeyer, M.L. (1994). Reliability and acquiescence in the measurement of 
locus of control with adolescents with mental retardation. Psychological Reports, 
75,527-537.
Whittington, A. & Alexander, K. (2001). The feeling group: A group to enhance 
the emotional literacy of adults with learning disabilities. Clinical Psychology. 6, 
October, 36-39.
Writing with Symbol, (2000). 26 Queen Street, Cubbington, Leamington Spa, 
CV32 7 NA, UK; Widget Software Ltd.
Zetlin, A.G., Heriot, MJ. & Turner, J.L. (1985). Self-concept measurement in 
retarded adults: A micro-analysis of responses. Applied Research in Mental 
Retardation. 6. 113-125.
Zigmond, A.S. & Snaith, R.P. (1983). The Hospital Anxiety and Depression 
Scale. Acta Psvchiatrica Scandinavica. 67. 361-370.
Zung, W.K. (1965). A self-rating scale for depression. Archives of General 
Psychiatry, 12. 63-70.
Zung, W.K. (1971). A rating instrument for anxiety disorders. Psvchosomatics, 
XII. 371-379.
292
Film Clips
A ppendix  I
This DVD contains five film clips (10 seconds each). The clips depict five 
emotions, happy, sad, worried, frightened and angry.
°y Corpo't*'
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Appendix II
BERKSHIRE HEALTHCARE NHS
PILOT QUESTIONNAIRE
How do Psychologists elicit the state of client’s emotions?
I am at the very early stages of designing a research project investigating the 
methods clinical psychologists use to elicit their client’s emotions during 
therapeutic sessions.
Please could you take a few minutes to think about what you do when working with 
people with mild and moderate learning disabilities._________________________
1. Do you use any recognized/published formats to elicit emotions -  such as the 
Beck Depression/Anxiety Inventories or Draw a Person, General Health 
Questionnaire etc.? Please note what they are and if you find some more useful 
than others.
2. Do you use your own informal assessment questions? Please could you give 
examples.
Do you use or avoid certain wording?
294
Appendix II
3. If “open” formats of questions do not seem effective do you then go on to use 
“closed” or “multiple choice” formats or visual aids such as a bar graph? Please 
could you give examples.
4. Do you use silence and observation as a technique to judge how the client might 
be feeling? Please could you give an example.
Appendix II
5. Do you use the client’s vocabulary to reflect back how you think the client might 
be feeling? Please could you give examples.
6. If verbal questions are not successful do you use other non verbal techniques to 
elicit the client’s emotions, (e.g. music, drama, pictures, sign language, modelling 
etc.)? Please could you give examples.
7.Wouldyou-say-thatonemiethodofeliciting-emotionswasmore-successfulthan 
any other? Please comment.
Appendix II
Thank you very much for completing this pilot questionnaire.
As part of the write up for this research I will need some information about your 
qualifications, experience and areas of expertise. Your information will be treated 
in confidence.
Name
(optional).............................................. ............................................... .................
Qualifications..........................................................................................................
Experience (how long
qualified?)...............................................................................................................
Areas of expertise/interest (e.g. behavioural, psychotherapy, etc.)
Catherine Evers 
Consultant Clinical Psychologist
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Appendix IV
Speechm ark Publishing Limited 
Telford Road, Bicester, Oxon 0X 26  4LQ 
United Kingdom
T elephone + 4 4  (0)1869 2 4 4 6 4 4  
Facsimile + 4 4  (0)1869 3 2 0 0 4 0
email info@speechmark.net 
www.speechmark.net
MATERIAL REDACTED AT REQUEST OF UNIVERSITY
26 November 2003 
Dear Ms Evers
Re: Copyright for ColorCards - Emotions
Further to our telephone conversation this morning, I am pleased to confirm that you 
are able to use the Emotions set o f  ColorCards in your research, providing the cards 
remain in their original format.
Permission to use these cards will need to be credited to Speechmark Publishing Ltd. 
Also, please ensure that the ColorCards is spelt correctly in any write up o f your 
work.
We are very happy for our cards to be used in research and would appreciate a copy 
of the results you achieve as this informs our development o f future sets.
Best wishes
Yours sincerely
Karen Dewick 
Product Developer 
karend@speechmark.net
308
practical resources for therapy & education
CO-L-O-RCA-RD-S
Registered No. 3298442
Registered office: Speechmark Publishing Limited, 
Telford Road, Bicester, Oxon 0X 26 4LQ., UK
Appendix V
Photographs
Photographs taken by the researcher 
depicting the emotions of frightened and angry
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Line Drawings
Appendix VI
(Widgit Rebus symbols used with the kind permission of Widgit Software Ltd)
Score Sheet - Test Materials Pilot
Appendix VII
Emotions
Nam e .....................................................................
Date............................................
Line Drawings
Please write down the emotion displayed in the line-drawings 
1.
2.
3.
4.
5.
Photographs
Please write down the emotion displayed in the photographs 
1.
2.
3.
4.
5.
Film Clips
Please write down the emotion displayed in the film clips 
1.
2 .
3.
4.
5.
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Ms Catherine Evers 
Clinical Psychologist 
Bracknell CTPLD 
Church Hill House 
51-52 Turning Drive 
Bracknell RG27 7FR
23 January 2004
Dear Catherine Evers
REC Ref: 2522 Study title A study to investigate what question styles psychologist can use with
people with learning disabilities to assess emotional state
Thank you for your recent research application which was reviewed by the East Berkshire LREC at their
meeting on 22nd January 2004. The documents considered were as follows:
1. East Berkshire application (22/12/03)
2. Research proposal
3. Pilot questionnaire
4. Information sheet
5. Consent form
6. line drawings (appendix IV)
7. Interview schedule
The members of the Committee present gave approval for your research on ethical grounds providing
you comply with the conditions set out below:
Conditions of approval:
• You do not undertake this research in any NHS organisation until the relevant NHS management 
approval has been received.
• You do not deviate from, or make changes to, the protocol without the prior written approval of the 
LREC, except where this is necessary to eliminate immediate hazards to research participants or 
when the change involves only logistical or administrative aspects of the research. In such cases, 
the LREC should be informed within seven days of the implementation of the change. Likewise, 
you should also seek the relevant NHS management approval for the amendment, or inform the 
NHS organisation of any logistical or administrative changes.
• You complete and return the standard progress report form to the LREC one year from the date of 
" thisletter and thereafter on an annuaTTTasis. This form should also be used to notify the
Committee when your research is completed and should be sent to the LREC within three months 
of completion.' For a copy of the progress report please see www.corec. org. uk.
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An advisory committee to Thames Vailey Strategic Health Authority
I f you decide to terminate this research prematurely, a progress report form should be sent to the 
LREC within 15 days, indicating the reason for the early termination. For a copy of the progress 
report please see www. corec. org. uk.
• You must advise the LREC of ail Suspected Serious Adverse Reactions (SSARs) and ail 
Suspected Unexpected Serious Adverse Reactions (SUSARs).
• You advise the LREC of any unusual or unexpected results that raise questions about the safety 
of the research.
• The project must be started within three years of the date of this letter.
NHS LRECs are compliant with the International Conference on Harmonisation/Good Clinical Practice 
(ICH GCP) Guideljnes for the conduct of trials involving participation of human subjects.
Your application has been given a unique reference number, please use it on all 
correspondence with the LREC.
Yours sincerely
Ruth Oji 
Administrator
Berkshire Local Research Ethics Committee
ti\: ruth.oji@berkshire.nhs.uk
An advisory committee to Thames Vaiiey Strategic Health Authority
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Catherine Evers |
Consultant Clinical Psychologist ______
Slough CTPLD 
Town.Hall 
Bath Road 
Slough 
SL1 3UQ
Our Ref: 9974 
REC Ref: 2522 
Dear Catherine
the research project, kA study tb investigate:what question styles psychologists can 
use with people with learning disabilities to assess emotional state” has been 
registered with the Trust and added to the R&D database.
We have recently received a copy of the LREC application approval letter and are 
satisfied that all of the criteria of the Research Governance Framework have been 
complied with.
As a part of the Research Governance Framework, at least 10% of research projects 
must be monitored on an annual basis. If your project is randomly selected, you will 
be notified by post. During the course of the project, the R&D Department requests 
that any reports and publications are provided, in order to keep our records up to
Should any changes take place in any aspect of the project, such as dates of 
completion, protocol or recruitment, the R&D Department must be informed 
immediately and supplied with any amended documentation as necessary.
Yours sincerely
date.
Kevin ( J e W i s \ 'v -  ; ;
Chair of Research and Development Committee
Letter header removed to protect confidentiality
Appendix IX
Participant Information Sheet
Title of Study: Testing different ways of asking questions.
Why have you been asked to take part?
I  want to see what ways are the best for talking to people about how they feel. I'm 
doing this for my college course. I  would like to ask 30 people, who go to day centres 
like this, some different kinds of questions.
W hat will I  ask you to do?
First of all I  will ask you some general knowledge questions. Then I  will ask you to 
watch bits of film on the TV. After the film has ended I  will ask you questions and 
show you some pictures. I  will ask you how you thought the person in the film was 
feeling.
How will I  keep this confidential?
I  will write a report for my college teacher about this project, and I  might write an 
article for a magazine, but your name will be confidential, that means no one will 
know that it was you who gave the answers. I f  you take part I  will give you a number 
so only you and I  know it was you.
I f  you have any further questions or concerns about taking part, please do not 
hesitate to contact me at the above address or talk to sta ff at the centre about 
what I  am asking you to do.
I f  you wish to take part, please sign the T agree' form (or consent form) next time 
you see me. You can decide not to take part at any time. You do not need to tell me 
the reason. I f  you change your mind any information I  have about you will be burnt.
Researchers: Catherine Evers, Clinical Psychologist, supervisor Dr. Finlay, Lecturer, University of 
Surrey.
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Appendix IX
Participant Identification Number:
Consent Form
Title of Study: Testing different ways of asking questions.
I would like to ask you some general knowledge questions and show you bits o f a film. I would 
like to ask you how the people in the film were feeling.
Researchers: Catherine Evers, Consultant Clinical Psychologist supervised by Dr Mick Finlay,
Lecturer on Psychology at the University of Surrey.
Please tick
I confirm that I have understood the information sheet for the above study and 
have had the opportunity to ask questions.
I understand that taking part is voluntary and that I am free to withdraw at 
anytime, without giving any reason.
I agree to take part in the above study.
Name of participant Date Signature
Catherine Evers
Researcher Date Signature
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Appendix X
Acceptable Variations for Each Emotion
Emotion Acceptable Variation
Happy: Pleased, cheerful
Sad: Upset, tearful
Worried: Stressed, concerned
Frightened: Scared, fear, shock, startled
Angry: Anger, cross
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Bonferroni correction
Appendix XI
Question Response Format
Ranked p  values k Corrected significance 
levels
Significant/not significant
0.000 18 0.0028 significant
0.000 17 0.0029 significant
0.001 16 0.0031 significant
0.002 15 0.0033 significant
0.016 14 0.0036 not significant
0.016 13 0.0038 not significant
0.022 12 0.0042 not significant
0.039 11 0.0045 not significant
0.045 10 0.0050 not significant
0.302 9 0.0056 not significant
0.344 8 0.0063 not significant
0.359 7 0.0071 not significant
0.424 6 0.0083 not significant
0.454 5 0.0100 not significant
0.581 4 0.0125 not significant
0.607 3 0.0167 not significant
1.000 2 0.0250 not significant
1.000 1 0.0500 not significant
Emotion
Ranked p  values k Corrected significance 
levels
Significant/not significant
0.001 10 0.0050 significant
0.004 9 0.0056 significant
0.021 8 0.0063 not significant
0.035 7 0.0071 not significant
0.092 6 0.0083 not significant
0.109 5 0.0100 not significant
0.143 4 0.0125 not significant
0.503 3 0.0167 not significant
0.508 2 0.0250 not significant
1 1 0.0500 not significant
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